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Abstract
GRANDCHILDRENS’ AUTISTIC SPECTRUM DISORDERS AND FAMILY
FUNCTIONING AS PREDICTORS OF GRANDMOTHERS’
STRENGTHS AND NEEDS
By
Alison Beth Sullivan

Adviser: Professor Marian C. Fish

Literature on intergenerational relationships clearly illustratesniperitance of the
grandparent role in the family. While much research has been done on the grandparent
role when children are typically developing, little research has been done on the
grandparent role when children have special needs. This study looked at grandafothers
children with ASD. The investigator collected data from 34 mother — grandnutythes

from children who were typically developing, 31 mother — grandmother dyads from
families of children who were diagnosed with HFA/AS, and 19 mother — grandmother
dyads from families of children who were diagnosed with AD. First, the statged at
consistency between mothers’ and grandmothers’ report of grandmothers’hstramgt
needs. Second, the study looked at the impact of grandchildren’s ASD on grandmothers’
strengths and needs. Finally, the study looked at the impact of family syseiables

on grandmothers’ strengths and needs. The study also looked at background variables
that may impact grandmothers’ strengths and needs. Results from the stuadly parti
supported the hypothesis that grandmothers will view circumstancesdagjoobetter

than mothers view circumstances. To a large extent there was agréetmeren



grandmothers’ and mothers’ reports of grandmothers’ strengths and needsiireere
were significant differences, grandmothers’ reports of grandmothexagsiis and needs
were more favorable than mothers’ reports of grandmothers’ strengthseadsd ne
Grandmothers reported more strengths and fewer needs than mothers regstls. R
from this study strongly supported previous research showing that grandparents of
children with special needs are different from grandparents of childrenywitalt
development in terms of their role and experience. Results showed that gramdrobthe
children with ASD have fewer reported strengths and more needs than grandrabther
children with typical development. Results partially supported the hypothetsiarthily
functioning will be associated with greater strengths and decreasedoreeds
grandmothers, indicating that these variables, when unbalanced, hinder inclusion of
grandmothers’ involvement and satisfaction. Directions for future research and

implications for education are also discussed.



dedicated to

children with special needs and their grandparents
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CHAPTER |
Introduction
Grandparents

Grandparents play an important role in modern families, and yet little is known
about the actual experience of grandparenting. Due to increased longevitypaowekin
health, today’'s grandparents spend many more years together with tlteerchind
grandchildren. Modern grandparents are involved in today’s family life for a longer
period of time than ever before and grandparents are an important role in modern
families. Grandparents are stronger, more physically fit, younger, andaegtore than in
previous generations (Bumpass, 1990; Elder, 1994; Szinovacs, 1998; Uhlenberg, 1996).
It is not surprising that researchers have become increasingly iatemeshe actual
experience of grandparenting. Psychologists and sociologists have begun to ¢kamine
role of grandparents in today’s families and have conducted research prajietisae
of importance to the present study.

Initial research involving grandparents focused on the relevance of the
grandparent role in a society where the emphasis tended to be on nuclear family
functioning as opposed to extended family functioning (Denham & Smith, 1989). The
initial question asked by researchers was, whether grandparentsobfiangltes a useful
set of skills and abilities that enrich the lives of their children and grandamildn
alternate possibility is that grandparents are entrenched in an older ideologyayha
hinder or harm grandchildren’s development and the ability of parents to parent
independently and effectively. In terms of the rights of grandparents the qusstion i

would or should grandparents feel a sense of responsibility and obligation towards



grandchildren. The role of grandparent is not necessarily a voluntary relationghip a
could be perceived as an additional burden at a time of life replete with developmental
challenges, such as aging, retiring, and loss of significant others.

Early research focused on function of the grandparent role, grandparenteactivit
and grandparent styles. Cherlin and Furstenberg (1986) enumerated severahimport
grandparent functions. They found that grandparents often serve as the faamhpdall.
They serve as family watchdogs and were found to be sources of emotional andlfinancia
support during emergencies and times of stress. In many cases, grasdgarenas
daily caregivers. They are often the family historians and provide for thky fam
practical connection to the past and an enrichment of the family’s sensatdfide
(Cherlin & Furstenberg, 1986; Wood & Robertson, 1976).

More recently, research has focused on background variables, such as
geographical distance, gender, and lineage. These variables have been showndo mediat
grandparent-grandchild relationships (Denham & Smith, 1989; Somary & $tricke
1998). Variables of interest include but are not limited to: grandparents’ aggdde of
family (includes grandparents’ and grandchildren’s ages), grandpagentr,
grandparents’ lineage (whether grandparent is related to grandchild througih onothe
father), grandchildren’s disposition, and grandparent-parent affectional gglidar
(relationship quality and history between parent and grandparent).

The research on background variables has helped to clarify important issues
which may complicate how grandparents enact their role. The way in which background
variables affect grandparent-grandchild relationships is criticause it illustrates the

complexity of the grandparent role. The role of grandparent is not a unitary phenomenon



where all grandparents feel satisfied and successful. Research icidmates that there
are predictable trends between background variables and how grandparents experienc
their role. Because this study focuses on the impact of disability and fameiyoning,
it Is important to measure background variables in order to control for thesstseff
Background variables are controlled for via targeted recruitment and seledgaa.cin
the present study the use of stringent selection criteria enables daisches to have a
limited sample size while still measuring the variables of interestctsah criteria
include control for grandparents’ gender by limiting the current studyydolel
grandmothers. Geographical distance is controlled by recruiting grandsathe lived
within 50 miles of their participating grandmother. Age is controlled for by fapat
families of children between the ages of 6 and 14. Several background variables which
are possibly significant are measured but allowed to vary as part olutiys Bata
regarding these variables has been collected and reported as part of éinchnesgect.

One important perspective is a model proposed by Strom and Strom (1991) which
posits that grandparenting is a developmental or learned perspective. Strotroarisl S
(1991) theory emphasizes the potential for growth and development of grandparents as
they enact their role in the family. Grandparenting is not seen as a Ipeelsoristagnant
role. It is viewed as a developmental process that is malleable and subjebtpositve
and negative change. According to this perspective, grandparents aresledrodrave
different profiles based on different backgrounds and circumstances. T hepresetal
perspective of grandparenting suggests that grandparenting skills, nolexpgeriences

can be measured, taught, and developed (Strom & Strom, 1991).



Buki, Ma, Strom, and Strom (2003) offer a relevant example in their study of
immigrant grandparents. The authors suggest that immigrant grantiphave unique
strengths and needs, therefore, they and their families benefit from infomraad
workshops that are tailored to their circumstances. The theory is thaguliffer
circumstances generate unigue grandparent profiles which include unique stradgths a
needs. If this is true of immigrant grandparents, it is surely true of the unique
circumstances of grandparents of children with special needs. Strom andsS9a1)
perspective of grandparenting applies to the current study because likegine prafile
of immigrant grandparents the grandparents of children with special needs have a
different profile from those in typical families. In order to explore thveatée profiles
that grandparents exhibit, Strom and Strom (1993) developed a measure of grandparents’
strengths and needs. That measure is the Grandparent Strengths and Needy Invent
(GSNI).

The GSNI is based on Strom and Strom’s (1991) theory of grandparent strengths
and needs. It posits six constructs of grandparenting (satisfaction, sucaassgie
frustration, difficulty, and information needs) representing two compositeagsts and
needs). The GSNI is a valid and reliable instrument which objectively measures
constructs of interest to this study. Previous research on grandparents has relied on
unstructured interviews or shorter scales focusing on levels of involvemepesrdly
support. The GSNI, in contrast, is a well-developed, empirically-validateg fecaising
on the role and subjective experience of grandparents and not just their level of
participation. For the purpose of this study the GSNI was used as a measure of

grandmothers’ strengths and needs and is the dependent variable of interest. The



grandmother group targeted for study is the group of grandmothers of children with
special needs, specifically, autism spectrum disorders (ASD).

Previous research on intergenerational relationships suggests that older
generations consistently take a more positive view of circumstances, a tekdewn
as the developmental stake in the literature on intergenerational relatiodgfugs0,
1999; Lynott & Roberts, 1997). Differences in perception may interfere with
intergenerational solidarity. This finding has consequences in terms of heasarc
reports from different generations may yield different information. This finalieg has
applications in practice as families may benefit from knowing that geaes typically
differ in how they assess situations. In the current study mothers’ amdingothers’
reports were used in order to look at the agreement in their view of circumstances

Grandparents of Children with Special Needs

Research indicates that parenting children with special needs placestyaofa
stressors on both the nuclear family and the extended family. Grandparents phthega
extended family must adjust to the additional trauma. Research indicates that
grandparents experience grief as well as additional worry as theis iolpacted by the
diagnosis of a disability (Vadasy, 1987; Vadasy, Fewell, & Meyer, 1986). Rbsear
indicates that in families with special needs children, grandparents oftearplay
important role and have added responsibilities (Hornby & Ashworth, 1994; Schilmoeller
& Baranowski, 1998). Researchers have indicated that grandparents rarelgdesgeta
adequate information and support (George, 1988; Vadasy, 1987). This is problematic

because it confounds an already complicated relationship. Without resources



grandparents can struggle with adequacy issues and confusion regarding appropriate
levels of involvement.

Mothers and fathers have reported that grandparents’ acceptance of their
grandchild’s disability helps them in their own adjustment to that disabiliirfi(iv
Veitch & Bray, 1997; Mirfin-Veitch, Bray, & Watson, 1996). Research also has shown
that grandparents are rated very high in parents’ support networks and may be among the
first people that parents will turn to when they are under duress (Findler, 20000gklasti
Thomas, and Delwiche (2002) suggest that though grandparents can be a source of
comfort and assistance, they can bring with that support some negative consequence
Adult children may have concerns regarding their parents’ aging pracestheir own
relationships with their parents. The authors suggest that grandparents bimdptoity
a dynamic set of positive and negative issues. Consequently, as a group, they would
benefit from additional information, strategies, and guidance as they nedbgatrole
in the family.

Research indicates that there are a unique set of background variables which
impact grandparent-grandchild relationships when there is a child with ditfsabi
(Hastings, 1997). These include but are not limited to: shared view of disabilitys(Har
Handleman, & Palmer, 1985), shared view of grandparents’ role (Mirfintvettal.,

1996), time since diagnosis (Mosala & Ikonen - Mosala, 1985), and severity nbsigg
(Turnbull & Turnbull, 1990).
The current study attempts to add to the grandparent research litesature a

relates to grandparents of children with special needs. This study lookadpayents of



children with disabilities, specifically grandmothers of children with auipectrum
disorders (ASD).
Grandparents of Children with Autism Spectrum Disorders

Different disabilities pose different kinds and levels of stress for famelybers
(Hodapp, 1999). For example, orthopedic impairments pose different challenges for
families than challenges posed when the diagnosis is mental retardati@m Ap&ctrum
disorders (ASD) are pervasive developmental disorders characteyizedial deficits
and communication impairment. Because of the chronic nature of ASD, the inclusion of
grandparents in the treatment model offers children increased opportunitiegdbr soc
learning and parents increased opportunities for assistance. Interventiomidien
with ASD are often time consuming and they are most effective when iraptechwith
multiple people across multiple situations. It is sensible to provide grandparéntbevi
information and resources they need to become effective members of the treatiment t

Family Systems Theory: Family Systems Variables and Grandparents

Family systems theory attempts to explain ways families functionhenolirpose
family systems serves in the individual lives of family members (Minuchin, 1974)
Systems theory assumes that family functioning is both stable and dyRamitioning
is stable in that it reflects the family’s values, but it is dynamic initltéianges as a
result of normal life-course development or in response to stressful life evermgeCha
impacts the family system and feedback loops from the family system tadilaelual,
and from the individual's response back to the family system. Family functioning is
predictive of how family members experience normal developmental changegsstie

birth of a child, and major life stressors, such as death in the family or aadivorc



The Circumplex Model of Martial and Family Systems developed by Olson,
Sprenkle, and Russell (1979) is an application of family systems theory. Then@Giex
Model describes family functioning by the utilization of three dimensions: hes
flexibility, and communication. Research has shown that these dimensions have optima
ranges that are associated with favorable outcomes for family me(@isog, 2000).

The Circumplex Model constructs are measured using the Family Adapgtahiit
Cohesion Evaluation Scale — Fourth Edition (FACES IV) package.

Flexibility is defined as the amount of change that occurs in a family (Olson,
2000). Flexibility is measured on a continuum from rigid to chaotic. The Circumplex
Model posits that families functioning in the middle or balanced range of figkibi
between rigid and chaotic, will have more positive outcomes as measured lyy fami
members’ experiences. Thus, this study predicts that families withdealdlexibility
will have more positive outcomes for grandmothers (increased strengtregsbztr
needs). Alternately stated, unbalanced flexibility will be associatiddmore negative
outcomes (decreased strengths, increased needs).

Cohesion is defined as the closeness between family members (Olson, 2000).
Cohesion is measured on a continuum from enmeshed to disengaged. Like flexibility,
midrange or balanced cohesion is optimal and associated with more positive outcomes for
family members. Thus, this research predicts that families with balaobedion will
have more positive outcomes for grandmothers (increased strengths, dbossasy.
Alternately, unbalanced cohesion (enmeshed, disengaged) will be assodiatenbrei

negative outcomes (decreased strength, increased needs).



Communication is defined as the act of making information, ideas, thoughts, and
feelings known among members of a family unit (Olson, 2000). Communication is
measured linearly with increased communication associated with better egtfmom
family members. Thus, this study predicts that families with better concation will
have more positive outcomes for grandmothers (increased strengths, dbossasy.
Alternately, poor Communication will be associated with more negative outcomes
(decreased strengths, increased needs) for grandmothers.

Research Questions

Based on the above discussion, this study proposes to answer the following
research questions.

1. Do mothers and grandmothers agree on grandmothers’ experiences?

2. Do the experiences of grandmothers with typically developing grandchildren
differ from those of grandmothers with grandchildren with ASD in the areas of
satisfaction, success, teaching, frustration, difficulties, and informatiosheed

3. Does nuclear family functioning impact on grandmothers’ experiences?

Current Study

In the current study questionnaires were given to three groups: mothers and
grandmothers of families of children with typical development, mothers and
grandmothers of families of children with Autistic Disorder (AD), and motaeds
grandmothers of families of children with High Functioning Autism (HFAp&sger’'s
Syndrome (AS). The questionnaire packet for mothers included a parent form of the
GSNI and the FACES-IV package. The questionnaire packet for grandmothedgdc

the grandparent form of the GSNI. The FACES-IV package was not used with
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grandparents as reporters. Questionnaires provided information on mothers’ and
grandmothers’ report of grandmothers’ strength and needs across the three groups
(typical development, High Functioning Autism/Asperger’s Syndrome, angthuti
Disorder) and the impact of family functioning on grandparents’ strengths edd.ne
Missing data were handled with Multiple Imputation and the data were analyngd us
Mixed Effects Modeling.

Results

Results from the study partially supported the hypothesis that grandmwithers
view circumstances as good as or better than mothers view circunsstéo@elarge
extent there was agreement between grandmothers’ and mothers’ reports of
grandmothers’ strengths and needs. Where there were significant défgrenc
grandmothers’ reports of grandmothers’ strengths and needs were morél&atitaa
mothers’ reports of grandmothers’ strengths and needs. Grandmothersd epore
strengths and fewer needs than mothers reported.

Results from this study strongly supported previous research showing that
grandparents of children with special needs are different from grandpafehikiren
with typical development in terms of their role and experience. Results showed tha
grandmothers of children with ASD have fewer reported strengths and morehageds t
grandmothers of children with typical development.

Results partially supported the hypothesis that family functioning will be
associated with greater strengths and decreased needs for grandmaticets)grthat
these variables, when unbalanced, hinder inclusion of grandmothers’ involvement and

satisfaction.
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CHAPTER I
Literature Review

This chapter is divided into five sections. The first section reviewsanasen
grandparent demographics, dimensions of the grandparent role, grandparent styles, and
background variables that impact grandparent-grandchild relationships. Strom and
Strom’s (1991) theory of grandparent development is also discussed. The second section
provides a review of research on grandparents of children with disabilitie ss€elthisn
shows how grandparents’ experiences can be affected in families wherenchddee
disabilities and how their role is different from that of grandparents of typicall
developing children. The next section is a review of basic information on autism
spectrum disorders (ASD). The purpose of this section is to describe the spegcifec
of ASD, including High Functioning Autism (HFA), Asperger’s Syndrome (AS), and
Autism Disorder (AD) and to explain how ASD might impact on grandmothers’
experiences. The fourth section is a review of the basic concepts of fastdynsytheory
and the Circumplex Model of Marital and Family Systems (Olson, 2000). liftthe f
section the concept of developmental stake (Aquilino, 1999; Lynott & Roberts, 1997) is
presented. Finally, a rationale for the current study is provided.

Research on Grandparents

Grandparent Demographics

Increased longevity and improved health means that today’s grandparents and
grandchildren pass through many more years together than in previous generations
Researchers studying longevity and grandparent relationships point to the deptrede

number of grandparents who see their grandchildren reach adolescence, young adulthood,
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and middle age. The opportunity structure for grandparent-grandchild relationships has
shifted in recent generations, and the picture of grandparents as being oldandrai
unavailable is no longer accurate. In fact there is a great deal of timeeetive onset of
grandparenthood and the stage of being a frail grandparent, and during thaatiyne m
grandparents play an important role in the family (Bumpass, 1990; Elder, 1994,
Szinovacs, 1998; Uhlenberg, 1996).

According to Bengston and Haryootan (1994) the majority (56%) of adults who
are over the age of 65 years have at least one grandchild. Looking at adults over the age
of 65 with children, this number jumps from 56% to 94% (Roberto, 1990). These
percentages translate to an estimated 50 million Americans who are geantslpaday.

That is a sizable subgroup of the population (Farkas & Hogan, 1994; Strom & Strom,
1990).

Researchers have determined that the median age of grandparents is 48, a finding
that has been consistent throughout tHe @ntury (Sprey & Matthews, 1982).

According to a national study by the American Association of RetiredPe(AARP)
(AARP, 1999) that included 823 grandparents over the age of 50, nearly half of all
grandparents first became grandparents during middle age. According to the AARP
study, 48% of today’s grandparents were less than 50 years of age whemstheir fi
grandchild was born. Schwartz and Waldrop (1992) reported that one third of
grandparents are less than 55 years of age, and one half of grandparessstham 160
years of age, suggesting that many grandparents are young and probakgdinvol
family life. In fact, individuals who are grandparents are likely to be workingnga

children, and involved in multiple outside roles when they first become grandparents.
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Sixty-six percent of grandparents live less than one hour away from their
grandchildren (AARP, 1999). While it is true that families today are moeadmut
geographically than in previous generations, the majority of grandparents and
grandchildren live near each other.

With regard to the frequency of contact between grandparents and grandchildren,
according to the AARP study, the majority of grandparents (68%) see abiheast
grandchild on a regular basis (AARP, 1999). Eighty-two percent of grandpareats ha
seen one of their grandchildren in the previous month and another 24% of grandparents
said they see a grandchild once a month to once every few months. In addition to contact
that is in person, 80% of grandparents contact a grandchild by telephone at least once
every few weeks. A smaller number, 12%, reported using traditional mail abieast
every few weeks. Fifty-five percent send regular mail at least orecg 8w months.

Researchers have also looked at the percentage of grandparents with
grandchildren living in their households. Szinovacs (1998) found that 10% of
grandparents live with their grandchildren. The number of grandparents livimg wit
grandchildren in their households among minority groups is even higher, spegifically
26% of Black grandmothers and nearly 23% of Hispanic grandmothers live in households
with grandchildren compared to 7% of White grandmothers and 4% of White
grandfathers. Sometimes families move into grandparents’ homes and, odggr tim
grandparents move into the homes of their adult children.

Fuller-Thompson, Minkler, and Driver (1997) used data from a nationally
representative sample of 2,095 grandmothers to study characteristics of gffsardm

who have primary care of grandchildren. The data for this study came from the Nationa
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Survey of Families and Households (NSFH), which was carried out in 1987 and 1988 by
Sweet, Bumpass, and Call (1988). Fuller-Thompson et al. (1997) estimated that 10.9% of
grandparents assume custodial responsibility for at least one grandchaldefast 6

months, at some point in their lives. Fifty-six percent of those grandparemtseass

custody of a grandchild for a period of time that was more than three yearstites a

found that African American grandparents, young grandparents, and grandpatfents

more than one grandchild were more likely to assume custody of grandchildreretiean w
other groups.

Researchers examined the impact that assuming custody of grandchéddren
grandparents’ well being (Bowers & Meyers, 1999; Crnic & Greenburg, 199@kEmi
Hayslip, 1999; Jendrek, 1994; Minkler & Roe, 1993; Pinson-Millburn, Fabian,
Schlossberg, & Pyle, 1996; Solomon & Marx, 1995; Thomas, Sperry, & Yarbrough,
2000). These researchers found that custodial care of grandchildren by grasdparent
associated with increased stress and decreased mental health for thargrasdand
that grandparents often lack needed support and guidance.

The impact of assuming custody of grandchildren on grandparents’ wellbeing is
greater when grandchildren have disabilities (Burnette, 2000; Daly & Glen2d00).
Burnette (2000) examined the impact of custody on grandparents when children have a
disability and found that grandparents were more likely to suffer symptoms of
depression. This is particularly important to consider since research alsotehbthe
incidence of disability is higher among children who are in the custodial cHreiof

grandparents (Hayslip, Henderson, Shore, & Lampert, 1998; Pruchno, 1999). Given these
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findings, custodial grandparents of children with disabilities represeniug ¢gnat would
benefit from outside support.

Many grandparents provide childcare for their grandchildren on a regular basis
without co-residence or custody. Grandparents provide childcare for seveoakteas
Often, their grandchildren’s parents are working full-time, and they adedeo help
with daycare. More now than in the past, grandparents may provide help because there
are more single-parent homes and the cost of childcare is high. Thus, mamgsfashyli
on grandparents’ support in early childhood (Baydar & Brooks-Gunn, 1998; Bowers &
Meyers, 1999).

Using the same data as Fuller-Thomas et al. (1997), Baydar and Brooks-Gunn
(1998) conducted a study of grandmothers who help care for their grandchildren without
being the primary caregiver. Using the data from the nationally repatiserdample of
2,095 grandmothers, they found that nearly half (43%) of today’s grandmothers provide
care for their grandchildren regularly. Grandmothers who are between 60 and 70, who
have more adult grandchildren, who have younger adult children, who are married, who
are highly educated, and who are in good health are more likely to provide chesrfor t
grandchildren.

Dimensions of the Grandparent Role

Silverstein and Bengston (1997) provide a framework for studying variables
associated with the role of grandparenting. They suggested that the grandparnent
composed of three latent dimensions. The three dimensions are (a) role affjnity, (

opportunity structure, and (c) role function.
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Role affinity refers to the societal construction of the grandparent rotendists
of the individual and societal beliefs and attitudes about grandparents’ roles and
responsibilities. The concept of role affinity is sometimes referredrme@sieaning in
the literature. Early researchers debated the relevance of the gramdpkeréDenham &
Smith, 1989; Kahana & Kahana, 1971; Kivinick, 1982; Neugarten & Weinstein, 1964;
Robertson, 1977; Werner, Lowenstein, & Katz, 1998; Wilcoxin, 1987). More recent
research focuses on the dynamic relationship between generations datksdhe
importance of the grandparent role in modern families (Kennedy, 1992a; Kennedy,
1992b). Current research is multifaceted taking into consideration the perspéetolet
children, children, and grandparents. Research has suggested that being an involved and
successful grandparent provides grandparents with a primary group refexgmoup
with which grandparents can identify (Wood & Robertson, 1976). Timberlake (1981)
suggested that the grandparent role is important for grandparents’ development a
individuals and provides individuals with a way of expanding themselves socially and
personally. The grandparent role fills a need for creativity, accomplishment, a
competence, while adding structure and stability to individuals’ lives. Kahana and
Kahana (1971) suggested that being a grandparent anchors individuals in a social
structure. That structure is subject to change and may slip away as sne age

Gutmann (1994) suggested that being a grandparent has a compensatory effect for
many grandparents, giving them the chance to parent again. The author shgtésits t
may be especially true for grandfathers who may have been too busy to be involved when
their own children were young. The grandparent role may provide a findhtrah of

life for grandparents allowing them to evaluate their own parenting by obgdrow
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their offspring function as parents. For some, becoming a grandparent magiefa s
family success (Troll, 1985). Mead (1970) suggested that grandparents are syfmbols
change for the younger generation and that they add continuity between the plast and t
future through oral and written history. Strom and Strom (1991) suggest that
grandchildren benefit when grandparents are capable and interested in providargisafe
nurturing environments and that they admire adults who are able to provide those
environments for them.

The second dimension identified by Silverstein and Bengston (1997) is
“opportunity structure.” The authors suggest that opportunity and availabdistrang
mediators of how grandparents enact their role. Research has shown an important
variable that may impact grandparents’ opportunity structure is grandgaremipeting
roles (AARP, 1999). Competing roles for grandparents include their respiiesilbd
other family members, community organizations, and their level of employmstantis
to reason that grandparents’ opportunity to spend time with grandchildren would be
affected by grandparents’ competing roles and obligations. Burton and Bengston (1985)
found that women who become grandmothers at a very young age have concerns when
their role as grandmother conflicts with their other roles and obligations. Baydar
Brooks-Gunn (1998) found that having other roles often meant that grandmothers were
more active in general, and also in their role as grandmothers.

The third dimension identified by Silverstein and Bengston (1997) is role
function. This dimension refers to the concrete and observable behaviors that
grandparents perform. Role function refers to grandparent functions, grandparent

activities, and the myriad ways that individuals choose to be involved with their
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grandchildren. The research on grandparents clearly points to a dynanvemeaot
between grandparents and grandchildren.

According to the AARP study (AARP, 1999), grandparents reported that they
share many functions with parents. Some of the shared activities includegeachi
children values (83%), entertaining children (87%), and listening to their problems
(77%). Grandparents in the AARP study (AARP, 1999) reported that certain child-
rearing issues are solely within the parents’ domain, for example, makiisgods
regarding discipline and education. In contrast, grandparents viewed cerlidireahing
activities as more in the grandparents’ domain. For example, grandparentseidiéméf
role of family historian and of spoiling children as more of the grandparentshesidhe
parents’ (AARP, 1999). Grandparents have been described as the “family watch dog
because grandparents are often the backup support when things go wrong. For example,
this may occur when grandparents assume custody of children when parentblaréouna
care for their children, or when grandparents provide daycare so parents kan wor

Kivinick (1991) has examined the shared activities of grandparents and
grandchildren. Reported activities include having grandchildren over for dBfi) (
going out to dinner (84%), watching an entertainment program on TV (76%), going
shopping (75%), reading to grandchildren (75%), and exercising or playing sgbrts w
their grandchildren (53%).

The authors of the AARP study (AARP, 1999) also looked at conversations
between grandparents and grandchildren. They found that many grandparents and
grandchildren have open communication. The majority of the grandparents spoke to

grandchildren about everyday issues, such as school (84%), morals and values (78%),
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planning future visits (72%), and daily activities (72%). Many grandparents report
speaking to grandchildren about more sensitive issues, for example, religion and
spirituality (65%), cigarette smoking (47%), drinking or alcohol use (43%)allémgs
such as marijuana or cocaine or drug use (45%), and sex (24%). While the majority of
grandparents in the AARP study thought that grandchildren were more likebctssli
serious issues with their parents, there were grandparents who believed their
grandchildren were as likely to talk to them about sensitive issues asdheyowalk to
their parents. Forty-four percent of grandparents reported that thedaipildren were as
likely to speak to them about religion and about spirituality, as they were to speak to
parents. Thirty-one percent reported that their grandchildren were egkeljytb speak
with them about drinking and alcohol use, and 30% said their grandchildren were equally
likely to speak to them about drug use.
Grandparent Styles

A different approach to studying grandparent involvement that is popular among
researchers has been to collect data from large samples of grandparentg ,gomiys
or clusters of grandparents, and label them as reflecting different gramdgtgites. This
approach is helpful, since it illustrates categorical differencdsiway grandparents
enact their role. Recent attempts to categorize grandparents have tisechéta
techniques such as factor and cluster analysis, adding to the empiricay wdlitie
grandparent styles identified.

Neugarten and Weinstein (1964) observed five grandparent styles among upper,
middle, and lower class citizens aged 50 to 60. These included: formal type, fun seeker

surrogate, reservoir of family wisdom (authoritarian style), and distuntfi
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(intermittent). Robertson (1977) observed grandparents from a largemage(4Q years

and over) and found four grandparent styles. These were: apportioned (balancing needs
of child with needs of self), symbolic (emphasis on the sources of satisfaction in
relationship), individualized (little regard for normative expectation, emploasi
satisfaction), and distant. Cherlin and Furstenerg (1986) identified three gemtdpa

styles from a sample of 510 men and women: detached, active, and passive. They found
that most of the grandparents fell into the active category. Active was sub$gequent
divided into three categories: supportive, authoritative, and influential.

Baydar and Brooks-Gunn (1998) sought to develop a grandmother typology that
was an improvement on previous typologies. They used the framework described above
by Silverstein and Bengston (1997), using role affinity, opportunity structusbies,
and role function variables, to identify grandparent styles. That researdifiedeiour
grandmother styles: homemaker, young and connected, remote, and frail.

The typology research cited indicates that grandparents enact théir fianiailies
in a variety of ways. There is not a single prescribed way of being a grantipa
Grandparents make choices about activities and type or level of involvement. Researc
on grandparents’ styles does not take into consideration that individual grandpasents ma
change their style over time, in different circumstances, and withehtfgrandchildren.

The research is also unclear as to why grandparents adopt one style over ktuvéher
recent research has focused on mediating background variables that impact on
grandparent-grandchild relationships (Forsyth, Roberts, & Robin, 1992; Uhlenberg &
Hammil, 1998). By focusing on mediating variables a clearer picture enasgesvhy

grandparents make the choices they do in terms of activity and involvement.



21

Background Variables Impacting Grandparents’ Role

Geographical distanceseographical distance is a static variable that impacts
grandparents’ opportunities to be an active participant in their grandchildres's live
There is a direct relationship between geographical distance and frequeocyaat that
is well documented in the literature (Cherlin & Furstenberg, 1986; Kennedy, 1992;
Uhlenberg & Hammil, 1998). Geographical proximity between grandparents and
grandchildren relates to frequency of contact between them, with more conteasing
the opportunities for grandchildren and grandparents to spend time together, developing
strong intergenerational relationships. Silverstein and Marenco (2001) found that 87%
grandparents who live less than 10 miles from their grandchildren had weekly visits.
Researchers suggest that the frequency of visits with grandchildreasies
significantly after the 50-mile range; others suggest that 25 miles isytttkstance.

Given that children have up to four grandparents, there is a good chance that they will
have at least one grandparent living within an hour of their home (Kennedy, 1992).

It stands to reason that grandparents living far away will have differentédinds
relationships with their grandchildren than those living in closer proximityabie does
not preclude involvement. Grandparents who live far away are also involved and play an
important role in the family. Phone contact, long visits, emotional support, and the
psychological significance of grandparents in grandchildren’s lives prolodeness in
intergenerational relationships despite distance (Kennedy, 1992; Kornhaber &
Woodward, 1981; Rossi & Rossi, 1990).

Grandparents’ age/life stage of familgrandparents’ age, and more generally,

the life cycle stage of the family affect the opportunities that grandgdramée to form,
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build, and maintain bonds with their grandchildren in a number of interesting ways
(Burton, 1987; AARP, 1999; Silverstein & Long, 1998; Silverstein & Marenco, 2001;
Szinovacs, 1998; Uhlenberg & Hammil, 1998). For example, in the AARP study (AARP,
1999), it was reported that grandparents who are between the ages of 60 and 69 visit with
their grandchildren more than grandparents from any other age group. As an explanation,
they posited that many grandparents retire between 65 and 69 years of age and have more
time to visit family. They are less dependent on others for transportation arateHegs
likely to experience health-related problems than are grandparents evblol@r than 69.
Grandparents report changes in their relationship with grandchildren fasrnihe
gets older. Silverstein and Long (1998) questioned grandparents about their ta[aions
with adult grandchildren. Grandparents reported that their contact with griainelctand
proximity to grandchildren decreased as they got older, but that the emoticerat salf
their role as grandparents increased. They authors suggested that thensasenal
salience of the grandparent role occurred because being a grandparargouvace of
identity for older grandparents. The authors further posited that eatipnships
between grandparents and grandchildren likely serve as a foundation for this valued
symbolism later on in the family life cycle. Thompson, Clark, and Gunn (1985)
guestioned grandparents regarding their perceptions about the impact of aging on their
role as grandparent. Older grandparents reported perceiving a changerioeésdnom
being a provider to one who receives more than they are giving.
Grandchildren’s age has been shown to affect the nature of grandparent-
grandchild relationships (Baranowski, 1982; Boon & Brussoni, 1996; Clingempeel,

Colyar, Brand, & Hetherington, 1992; Creasy & Kaliher, 1992; Creasy & Koblesky,
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1991, Kahana & Kahana, 1970; Silverstein & Marenco, 2001). Grandparents of young
grandchildren may act as caregivers and teachers, enjoying maeg abavities
(Silverstein & Marenco, 2001). As a grandchild approaches adolescence, the child’s
developmental task is typically to individuate, separating from the farhdyigin. At
this point, grandparents need to construct new ways of being involved with their
grandchildren. Research indicates that grandparents may feel less&ulazesn
grandchildren become teenagers and may need more information regarding their
adolescent grandchildren (Strom & Strom, 1991). In adulthood there is a return to the
grandparent-grandchild relationship (Langer, 1990). Hodgson (1992) looked at
relationship quality between adult grandchildren and their grandparents. Resulésis
that that the majority of adult grandchildren maintain a high degree of contadheir
grandparents. He suggested that after adolescence, grandchildren come back to the
families, though they now have competing demands (e.g., their own familiesstaree
one study of young adult grandchildren, the grandparent-grandchild relationship is
described as less activity-based and more symbolic for the young adutid€&&lder,
2002).

As the grandparent-grandchild dyad matures, both grandparent and grandchild
have changing developmental needs, interests, time constraints, and priosities. A
grandparent-grandchild dyad ages, important variables shift allowing forlgoowstress
in the relationship. It is worth considering how the grandparent-grandchilibnslap
shifts in terms of how grandparents and grandchildren relate to one another, how they

support one another, and what they mean to one another symbolically. It is important to
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explore how to facilitate grandparent-grandchild relationships that are liplgeaeficial
across the family life cycle on practical levels, as well as emotamthsymbolic levels.

Grandparents’ gendeResearch indicates that grandmothers appear to be more
involved in grandchildren’s lives than grandfathers; in fact, research in thisugigests
some real differences in terms of expectations, satisfaction, and functieehet
grandfathers and grandmothers (Kivett, 1985). Research indicates that gramsiheoithe
to take a more active role with their grandchildren; they tend to derive igsatisfaction
from being a grandparent, and they tend to report closer relationships (Eisenberg, 1988;
Silverstein & Marenco, 2001; Somary & Stricker, 1998; Uhlenberg & Hammil, 1998).
Their greater involvement may lead to greater impact, and research suppoasahe
that grandmothers are at least perceived as having greater influence eveloprent
of their grandchildren’s values than grandfathers (Somary & Stricker).1@9&ntrast
to grandmothers, research shows that grandfathers visit less frequently,drawstant
relationships with their grandchildren, and have a more narrow view of the gramidpar
role (Barranti, 1985; Hartshorne & Manaster, 1982).

One explanation for the observed difference in involvement between
grandmothers and grandfathers is the women as kin keeper theory (Eisenberg, 1988;
Robertson, 1977). This is the concept that women traditionally rear the children and keep
the family. According to the kin keeper theory, it is quite natural for grarftereaind
grandfathers to have different kinds of relationships with their grandchildrendindee
grandmothers and grandfathers should not be expected to have the same kinds of

relationships with their grandchildren.
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On the other hand, the belief that grandfathers do not want or are not capable of
having more involved relationships with grandchildren is a sometimes ill founded
assumption. Baranowski (1990) suggested that grandfathers may deriee great
satisfaction in their roles as grandparents because they missed out on much of the
childrearing of their own children. For example, they may have been at work thwiit
wives were raising children. He also suggested that grandfathers may ntdidaaee
skill sets in terms of communication, child rearing, and relationship building as
grandmothers have. To this end, he posits that grandfathers are at a gle#tanri
grandmothers for becoming the forgotten grandparent, suggesting that sometlgeandfa
may need more help than grandmothers in defining and fulfilling their role as
grandparent.

Maternal lineageMaternal grandmothers and grandfathers appear to have more
involved relationships with grandchildren than paternal grandparents, and maternal
grandmothers, in particular have the closest relationships (Cherlin & Funrgieh®86;
Fisher, 1983; Hagestad, 1986; Kahana & Kahana, 1971; McGreal, 1986; Roberto &
Stroes, 1992; Somary & Stricker, 1998; Uhlenberg & Hammil, 1998). Researchers have
interpreted the greater closeness of maternal grandmothers with grdredchsg an
extension of the strong bond between mothers and daughters (Cherlin & Furstendberg,
1986; Hoffman, 1979). They suggest that the bond between mothers and daughters leads
to more contact and closer feelings between grandparents and grandchitahiesr. F
(1983) suggested that the greater mother-daughter bond is a function of the daughter’
transition to motherhood. The increased mother-daughter bonding around grandchildren

may alienate other grandparents in the extended family.
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Grandchildren’s dispositiorResearch (Fingerman, 1998) indicates that
grandchildren’s disposition is a variable affecting grandparent-graddelfaitionships.
Fingerman (1998) found that grandparents construct unique relationships with each of
their grandchildren depending on the individual grandchild’s disposition. Grandparenting
a difficult grandchild is associated with stress, worry and negatnieugions about the
grandchild’s behavior. In contrast, grandparenting a grandchild with shageekist
attributes, and achievements is associated with considerable enjoymeratistdetson,
and feelings of wellbeing for the grandparent. Grandchildren who are not enlgtional
salient, neither worrisome nor special, do not have a significant impact on granslparent
sense of overall wellbeing. This relates to the current research becalgse whi
grandparents derive enjoyment from relationships with special needs gtdredghhey
risk detachment when grandchildren have behavioral or dispositional problemseln thes
cases, grandparents’ attributions regarding grandchildren’s behavicesearas the
mechanism that interferes with the relationship and the grandparents’ sendlbafnge

Affectional solidarityThe quality of the relationship between parents and
grandparents is referred to as affectional solidarity in the grandpareatuliee This
relationship between grandparent and adult children has been shown to mediate
grandparent-grandchild relationships (Kivett, 1985; Mathews & Sprey, 1985; Uhlenberg
& Hammil, 1998). Kivett (1985) suggests that adult children specify roles for
grandparents by setting conditions and providing structure for the relationsmg, &ti
“gatekeeper” for the grandparent-grandchild dyad. Cherlin and Furstenburg (1986)
suggest grandparents may “selectively invest” in one or more grandchildrerdoepe

on their feelings of closeness with the children’s parents. Whitbeck, Hoyt, akd Huc
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(1993) found that the affectional solidarity between grandparents and grandchildren’
parents is associated with more frequent contact between grandparentsnaictiitgiren.
Grandparent Development Theory

Strom and Strom (1991) have postulated a theory regarding grandparent
development. The model they have outlined provides a developmental and learning
perspective on grandparents emphasizing the importance of the role of grandparent
within the family structure. The theory underscores the dynamic nature of the
grandparent role within the family system. It points out that grandparengdveays
changing and that the role is not prescribed or stagnant in any way. The theory
emphasizes the potential for growth and development as grandparents enaaetheir r

The theory looks at grandparents as individuals with unique profiles characterized
by individual strengths and needs. The theory has a prescriptive component in that it
recognizes that grandparents, like parents and children, may need emotiondlaugbpor
guidance based on individual needs and individual strengths. One goal of the grandparent
development theory is to increase practitioner sensitivity to the developmeedts of
grandparents. Another goal of the theory is inclusion. In understanding grandparents
strengths and needs and increasing sensitivity to those needs, grandparectsded
and assisted in identifying appropriate degrees of participation in thiy ftroicture.
With inclusion comes the need for education. Education provides grandparents with the
information they need to be helpful, or at least to be informed regarding gramapare
issues. An important component of Strom and Strom’s (1991) theory is the recognition of
contributions made by grandparents. It is in recognizing the real contributions ynade b

grandparents that adult children can fully utilize grandparents’ experienca@patts



28

Strom and Strom (1993) developed a measure of grandparents’ strength and
needs, the Grandparent Strengths and Needs Inventory (GSNI). The measul&hie ava
in three forms (grandchild, parent, and grandparent) and provides an assessment of
grandparents’ strengths and needs (also known as grandparents’ potentials amd)conce
The GSNI has been used extensively in practice and research and itesl uniilihe
current study.
Developmental Stake Theory

Another question of interest is whether grandmothers’ and mothers’ perceptions
of circumstances are similar, or whether grandmothers and mothersrdtfieir
estimation of events. Previous research on intergenerational relationggests that
older generations consistently take a more positive view of circumstancesocagmnen
known as developmental stake theory in the literature on intergeneratiotiahstlgs
(Aquilino, 1999; Lynott & Roberts, 1997). This phenomenon has implications for
research and practice. The current study investigates differences in fmantders
grandmothers’ perceptions of grandmothers’ strengths and needs by collecting
information from mother-grandmother dyads using parallel forms of the GSNI.
Summary Section: Research on Grandparents

In summary, the discussion above presents an overview of grandparent research,
including: demographics, dimensions of the grandparent role, and research on
grandparent styles. A review is provided of background variables that have been shown
to impact grandparent functioning. This information is relevant as it shows which
background variables need to be measured and controlled for in future research. This

section provides an overview of Strom and Strom’s (1991) theory of grandparent
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development, along with a description of the GSNI, the measure the authors developed in
order to assess grandparents’ strengths and needs. Finally, this sectioreslibauss
developmental stake hypothesis which suggests that in intergenerational reilagions
older generations take a more positive view on circumstances than youngerigenerat

The research cited above clearly shows that grandparents are involved in moder
American family life. They are relevant and valued members of théyfatmicture.
How they choose to enact their role as grandparents varies and is based on individual
characteristics and circumstances which are measurable and malGabier
understanding of the dynamic role of grandparents by family membersatiiqgners
has the potential to enhance the functioning of multigenerational family sy3féie
much is known about grandparents of children with typical development, less is known
about grandparents of children with disabilities. The next section is a review of the
research that has been done on grandparents of children with disabilities.

Research on Grandparents of Children with Disabilities

Impact on Grandparents of Grandchildren’s Disability

Research indicates that the concerns of grandparents of children with aesabilit
are different from the concerns of grandparents of typically developing childre
(Hastings, 1997). Research on children’s disabilities and the family shows that the
diagnosis of a disability is a stressor on the family system. Familybersrmust cope
with shock, grief, and loss. Like members of the immediate family, membédrs of t
extended family and grandparents specifically, have added concerns. Georgdés988)
suggested that grandparents experience the same shock and grief as parents when

children are diagnosed with a disability. Unlike parents, grandparents rarelyccags a
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to the kind of information and support provided to parents. Grandparents are unlikely to
be included in the information loop or treatment plan. Vadasy (1987) emphasizes how
grandparents may be doubly affected when children have disabilities as they have
concerns for their adult children and for their grandchildren.

Scherman, Gardner, Brown, and Schutter (1995) conducted a study of 32
grandparents of children with Spina Bifida. The authors conducted telephone interviews
with the grandparents. The grandchildren in this study were between the ages of 20
months and 13 years. The authors examined grandparents’ perceptions of the impact of
grandchildren’s disabilities on the grandparents’ daily life. Also studeesl w
grandparents’ long-term emotional impact from having a grandchild witkahitity and
the fears and concerns they had about their grandchild’s future. Additionakttioes
explored grandparents’ concerns regarding their adult children and the impact on those
children of parenting a child with a disability.

With regard to impact of grandchildren’s disabilities on grandparents’ idfaily
39% of those interviewed said it made them spend more time at the hospital {ditrchi
and grandchildren, 22% said the experience brought the family together, 17% said they
were negatively affected because the experience caused sadnesstatioeyh8%
reported mixed emotions, and 9% were unaffected by the experience becglisedhe
far away (greater than 200 miles).

Grandparents were asked about their general fears and concerns regarding their
grandchildren in order to assess the long term emotional impact of the disabit
results of the survey indicated that 33% of those interviewed were concernethaout

grandchildren’s inability to live independently, 31% were concerned about their
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grandchildren’s ability to establish deep relationships, 15% were concernedabout
knowing who would take care of their grandchildren when they became adults, 15% were
concerned that their grandchildren’s medical, physical, and mental stailcg w

deteriorate, and 6% were concerned about society’s negative treatment of their
grandchildren.

When grandparents were asked about their concerns and fears regarding their
adult children, their grandchildren’s parents, 53% were concerned about the anental
physical stress that the grandchildren’s disability had on their adult ctiddrarriage,
23% were concerned that their adult children would continue to have sufficient finances
to care for their grandchildren, and 13% were concerned about whether their adult
children could provide an environment in which their grandchildren could acquire
independent living skills. Ten percent had concerns with no elaboration.

The Scherman et al. (1995) study serves to illuminate areas of possibleaconcer
when grandchildren have disabilities. Documenting this kind of information byysoigve
this subgroup of grandparents provides information for practitioners and reseanche
use when formulating workshops, curricula, assessment tools, and interventions. The
percentages of grandparents experiencing a particular worry, which isreemgw, is
important, but it is not so important as the range and seriousness of grandparents’
concerns and the development of strategies for addressing those concerns.
Grandparents as Providers of Practical and Emotional Support

Grandparents of children with special needs have added responsibilities in the
family compared to grandparents of children with typical developmeng(Gah, 1991;

Turnbull & Turnbull, 1990). The research in this section looks at the type of support that
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grandparents may provide in families when grandchildren have disabilitieseStudi
consistently suggest that grandparents provide both practical and emotional support t
families of children with disabilities.

Mirfin-Veitch, Bray, and Watson (1996) conducted unstructured, face-to-face
interviews with 12 parent-grandparent pairs. Subjects were known to each other and were
recruited from a grandparenting workshop. Nine of the pairs consisted of mother-adult
daughter dyads. The remaining 3 were male-female combinations. Grandchildeen we
under 15 years of age and had a range of intellectual and physical disabiltieges
were audio taped, transcribed, and participant diaries regarding frequertoyaxdt were
collected. Using the diaries, the researchers recorded the number, ledgégsans for
contact between parents, grandparents, and grandchildren. The authors looked at parents’
and grandparents’ perceptions of support enacted by the grandparents. In most of the
families, parents and grandparents had nearly identical assessmentglpagats’ level
of support, suggesting that grandparents and parents have a shared view of grandparents’
level of involvement.

Results from the Mirfin-Veitch et al. (1996) indicate that 75% of the grandgarent
were “supportive” and 25% were “not supportive”. Among the “supportive” dyads,
babysitting, respite care, help with household chores, and financial assistecways
the grandparents provided support. Parents in the supportive dyads reported that the
immediate and easily accessible aspect of grandparents’ practistdrassiwvas
particularly important and helpful to them.

In addition to practical support, the grandparents in this study provided emotional

support. Among the 75% of grandparents regarded as belonging to a “supportive” dyad,
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parents reported that grandparents’ emotional support was as important astibalpr
support they offered. In these dyads, the grandparents’ acceptance of thedalilgy

often helped the parents’ own attitudes and feelings regarding their chddtsldy. In

this way grandparents were important in parents’ own coping. Parents alduas#i t
grandparents’ immediate acceptance of the child’s disability was veryingéul for

them. Parents in “supportive dyads” reported using grandparents as individuals to whom
they could express their feelings.

Baranowski and Schilmoeller (1999) looked at the role of grandparents as support
agents for the family system. They conducted a study with 105 mothers of children wit
severe and multiple disabilities who were recruited through United Cereltssl (RCP).

The disabilities that were reported included: developmental delays (22%)y& &ralsy
(20%), communication or language problems (13%), attention deficit disorder (12%),
mental retardation (10%), seizures (10%), disruptive behavior disorder (10%), Down’s
syndrome (7%), autism (6%), hearing impairment (5%), and physical anond&igs (
(percentages add to more than 100 because some children had multiple disabilities). The
age range of the children was not reported. The authors measured grandparent
involvement using The Grandparent Involvement Scale (Baranowski & Schilmoeller,
1999). Examples of items from the scale are “this grandparent takes card'ofactul

“this grandparent loans or gives money”. The scale also assessed mottoeqsige of
grandparents’ overall helpfulness.

In terms of practical support, mothers from this sample reported that many
grandparents take care of grandchildren, do things with grandchildren, provide respite

care, know how to address the medical needs of grandchildren, and are comfortable and



34

helpful in working to increase grandchildren’s skills. For example, one grandmother
helped her grandson with his speech, and another grandparent helped work on the child’'s
goals from therapy.

As in the work of Mirfin-Veitch et al. (1996), Baranowski and Schilmoeller
(1999) found that grandparents provide emotional support as well as practical support
within the family system. Parents from other studies reported that irateediceptance
and understanding regarding the grandchildren’s disability was importahefoown
adjustment. Several mothers indicated that their child’s grandparentextb@ptor her
regardless of how he or she behaved. One respondent wrote that grandparents’
acceptance of the child was the most important thing that the grandparent did. When
grandparents had difficulty accepting grandchildren’s disabilities at tsetpatothers
reported that these difficulties were an added challenge for them.

Hornby and Ashworth (1994) also conducted a study of grandparents’ provision
of practical and emotional support when grandchildren have a disability. Their sample
consisted of 25 parents of children with severe learning disabilities. The children’s
disabilities included cerebral palsy, Down’s syndrome, mental retardation, qagaxipl
and profound deafness, with many children having multiple disabilities. Using a
guestionnaire, the authors assessed levels of practical, emotional, and fis\aojooat
provided by maternal and paternal grandparents. Also studied was parésfedtgat
with grandparent support.

With regard to practical support, 11% of grandparents babysat once a week, 18%
of grandparents babysat once a month, and 57% of grandparents never babysat. Thirteen

percent of grandparents helped with errands once a week, 72% percent of grasdpare
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never did errands or shopping. Eight percent of grandparents helped out around the house
once a week, and 78% of grandparents were assessed as never helping around the house.
Sixteen percent of grandparents took their grandchild on an outing at least enc2 ev

weeks, however, the majority of grandparents never took their grandchild on outings. Six
percent of grandparents took care of children in their own home overnight or on holiday,
once a month or more, 72% of grandparents never provided such visits. Twenty percent

of grandparents regularly or occasionally provided financial assistance, 6386 neve

provided such assistance.

Some but not all of the grandparents in the Hornby and Ashworth (1994) study
provided emotional support. Fifty-two percent of grandparents were assessedjas bein
always understanding about their grandchild’s disability, 13% were assedseid@
never understanding, and 11% were assessed as being rarely understandinthréairty
percent of grandparents were considered to be always willing to lispgnlilems, 25%
were occasionally willing to listen, and 25% were considered unwilling tagisc
problems regarding their grandchild’s disability.

With regard to parents’ perception of grandparent support, 61% of grandparents
were assessed as giving the exactly appropriate amount of support, whileeP2% w
considered to have provided too little support, and 24% were considered to have added to
parents’ problems. These percentages are lower than the percentages neplogted |
Mirfin-Veitch et al. (1996) study where 75% of grandparents were regjasisupportive
and 25% were regarded as unsupportive. This is may be due to the fact that the study
participants in the Mirfin-Veitch et al. (1996) study were particigain a workshop for

grandparents of children with disabilities and may have had higher levels of ajustm
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and involvement. It is likely that the lower estimates of parent satisfewith
grandparent support that are cited in the Hornby and Ashworth (1994) study are more
representative of the actual population.

Based on their results, Hornby and Ashworth (1994) suggest that when children
have disabilities, grandparents’ actual level of practical and emotional sigloavt
They suggest that many grandparents of children with disabilities do not knowovduat t
with their special needs grandchildren and more work is needed to facilitate gesrtdpa
involvement when grandchildren have special needs.

The research reported in the three studies cited illustrates the tygevitiea that
grandparents could potentially engage in with their special needs grandchildse
difficult to make a judgment about whether the level of involvement is high or low for
this group. It is clear that support and involvement can occur and is valued. This
information is helpful for grandparents and practitioners attempting to educakg fa
members on how to increase engagement in the grandparent-grandchild dyad.
Impact on Parents’ Stress of Grandparents’ Support

While the type and range of support that grandparents provide to families when
children have disabilities has been described, little research has examimepatieof
grandparents’ support on parents. When grandparents are knowledgeable and sensitive
about the needs of children and families when there is a disability and actoguitis
adaptation to the new and unexpected circumstances of children’s disalildies, t
parents’ stress is likely to decrease and the entire family syst#mly to benefit. When
grandparents are lacking information and support and unsure as to their role or

appropriate degree of involvement, they may withdraw or be minimally involWeeén
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grandparents lack access to necessary support and information, the burden of
communicating accurate information to grandparents regarding the dysabdit

teaching strategies for successful experiences remains withrémg pad is an added
stress. While the research cited above shows how grandparents provide emotional and
practical support, few studies have examined the actual impact of grandparpptst

on parents’ stress (Hastings, 1997).

Heller, Hseih, and Rowits (20006pnducted a study examining the impact of
grandmothers’ emotional support on the well-being of mothers when children have
intellectual disabilities. The subjects included 120 mothers of children with ateder
profound intellectual disabilities living in the family homes. Surveys and iet®svi
conducted in-home asked about characteristics of the child (age, level otin&tlle
disability, physical health, maladaptive behavior) and mother (age, minaiting sand
socio-economic status), support received other than from grandparents, grandparent
support (instrumental and emotional), and maternal depression. The results elfehe H
et al. (2000) study indicated that grandmothers’ emotional support is a predictor of
mothers’ depression: that increased emotional support is associated withatkcreas
maternal depression. The mother’s age and physical health were alscopseafict
maternal depression.

Research suggests some difference between mothers and fathers of thems
type of support they find helpful. Weisbren (1980) conducted a study looking at the
relationship between grandparents’ provision of practical support and parests’ stre
when children have a developmental disability. The authors found that fathers iafamil

where grandparents provide practical support report less stress thanifethernties
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without grandparents’ practical support. Grandparents’ provision of practical suppor
was not associated with less stress for mothers. Hastings, Thomas, i&H2d2002)
suggest that mothers’ level of stress may be affected by emotional s@bpertthan
practical support.

Hastings et al. (2002) conducted an empirical study to explore the impact of
grandparent support on mothers and fathers. The impact of both support and conflict from
grandparents on parents’ stress was also studied. This is interestirng of tige
research cited above showing that grandparents can be both a source of support and an
added burden. Hastings et al. (2002) sample consisted of 61 parents of children with
Downs’ syndrome (34 mothers and 27 fathers) who completed questionnaires. The
guestionnaires had three sections. The first section regarded demograpmetiain.

The second section contained the Friedrich Short Form of the Questionnaire on
Resources and Stress (QRS) with an amended depression sub-scale. The thales subsc
in this section were a pessimism scale, a depression scale, and a fahphrent

problems scale. The third section of the questionnaire looked at grandparents’ support
and grandparents’ conflict. Grandparents’ support was assessed with 4 questions and
grandparents’ conflict was assessed with two questions. The mothers arglifather

study assessed support and conflict with all four grandparents. Support and conflict
scores from each of the four grandparents were averaged so that motherseaadh&at
mean scores for grandparent support and grandparent conflict.

Hastings et al. (2002) found that mothers and fathers agreed in their estimation of
grandparent support and conflict. Grandparents’ support was related to pessimism,

support and lack of conflict was associated with lower depression and fewlgr fam
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problems. The authors interpreted their findings to mean that an individual grandparent
can be a source of support and conflict simultaneously. This study provides empirical
evidence that grandparent support improves parent stress, but it allows for gnaindpare
conflict to coexist. This suggests that family members, including membédrs of t
extended family, are often in flux, bringing both positive and negative elements to the
situation. Research indicates that all members of the family would beogfit f
counseling, information, and support as they sort out their roles and feelingsdlsl @sti

al., 2002).

Green (2001) conducted a qualitative study examining the impact of
grandparents’ support on parents’ emotional adjustment. Data were drawn from a survey
and follow-up interviews. In general, the results showed that grandparents’ sugport w
associated with decreased parents’ stress in that parents who recendgghgents’
support were regarded as having a positive outlook, high energy, and an ability to cope
with the difficulties associated with children’s disabilities.

Several additional themes emerged from the Green (2001) study. The findings
showed that parents who receive help from grandparents also sought out and accepted
help from a greater number of other outside sources. One explanation for thishe that t
successful, helping relationship between parents and grandparents provides p#rents wi
an internal working model for developing those kinds of relationships with others.
Interview information from the Green (2001) study revealed the importancesof dir
participation between grandparents and grandchildren, and how direct participaton has
positive effect on parents’ stress. The study showed that grandparents’ ditiegigten

with grandchildren led grandparents to feelings of pride in grandchildren and dwt dir
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involvement normalized relationships by helping grandparents to get to know their
grandchild on a personal, one-to-one basis. Without direct participation, parergd need

to manage the information given to grandparents and needed to mediate the grandchild-
grandparent relationship. Communicating information about children’s disalslitces
mediating the grandparent-grandchild relationship was an added stresefis pahis
suggests that support in the form of direct participation rather than indirecipadion

may have a positive impact on parents’ stress.

Grandparent involvement was also associated with negative consequences and
conflict for parents. The Green (2001) interviews revealed that parentsavay
concerns for their grandparents and feel stressed when grandparents are highly
supportive. Grandparents may be reluctant to ask for help out of fear that parents are
already overburdened by the demands of their children’s disability. Thepgneent-
adult child relationship is reciprocal in nature, so that increased involvemers bring
increased responsibility for both parties.

The research cited above shows that grandparent involvement does have an
impact on mothers’ and fathers’ wellbeing. The type of support (practical versus
emotional, direct versus indirect) mediates the relationship between gremidpa
support an parents’ stress with mothers responding to emotional support and fathers
responding to practical support and direct support being better than indirect support.
Support and conflict are not mutually exclusive (support does not indicate the lack of
conflict) and support that comes with conflict is still helpful and better than abeénc

support.
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Relative Position of Grandparents in Parents’ Social Support Network

Grandparents may be among the first people that parents turn to when children
have a disability. In the study by Mirfin-Veitch et al. (1996) “supportive” pigre
reported that they were more comfortable approaching grandparents tharetbey w
approaching friends. When grandparents are involved and supportive, parents may be
more likely to approach grandparents for help than they are to approach other people.

Findler (2000) conducted a study of 47 mothers of children with cerebral palsy
and 43 mothers of children without a disability in order to determine the relative position
of grandparents within the social support network of mothers when children have special
needs. Mothers were interviewed in their homes regarding their social sugpantkne
and their satisfaction with social support. The author used a measure of social support
network a measure of satisfaction with social support. The author looked at thenpositi
of grandparents within the hierarchy of the family social support network. Bé&surt
the Findler (2000) study indicate that grandparents are ranked highly by nagthers
providers of social support. All four grandparents are ranked within the top eight people
in parents’ social support network. No differences were found in the size of tihe dami
friends network of the research group and the typical group. This was in contrast to
previous research showing that families of children with disabilities tend/éodmaaller
family and friend networks than families of children with typical developmeatdK &
Marvin, 1984).
Background Variables Impacting Grandparents’ Role

Grandparents’ gender/ maternal lineag®/ith regard to grandparents’ gender,

Seligman et al. (1997) examined the perceptions of mothers (n = 42) of children with
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disabilities regarding the amount of practical and emotional support offettbeiby

children’s grandmothers and grandfathers. Grandmothers were perceived to be more
supportive than grandfathers. The maternal grandmothers were perceived to be more
supportive than paternal grandmothers, and maternal grandparents were more supportive
than paternal grandparents. In terms of differences among the grandpaneamteywSki

and Schilmoeller (1999) found that maternal grandmothers, in particular, veerbyse
mothers as people who would listen, provide emotional support, and would be
encouraging. Grandfathers tended to provide more practical than emotional support, such
as financial assistance and caretaking.

Turnbull and Turnbull (1990) suggested that mothers may seek out help from
their own mothers when children have disabilities because of the stressehey
experiencing and the difficulties associated with children’s disabilifiesy warn that
other grandparents and other family members may feel alienated when mdyhens re
their own mothers exclusively. In terms of grandparents’ relative positihmvthe
mothers’ support network, Findler (2000) found that maternal grandmothers were often
listed first in mothers’ support network, before other grandparents and oftea befor
husbands.

Affectional solidarity Affectional solidarity refers to the present day relationship
guality between grandparents and adult children. In disability familiegbdepnatic
relationship between grandparents and their adult children can seriously hinder
grandparent-grandchild relationships at a time when the family system needstiorf

most effectively.
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Mirfin-Veitch et al. (1996) found that a problematic relationship historyéent
grandparents and adult children undermined grandparents’ provision of support. Parents
with low affectional solidarity and consequently low levels of grandparent support
reported feeling deprived of a valuable source of support. In some cases parents w
angry and felt that grandparents were not fulfilling their expected role inrthky fa
When affectional solidarity was low, parents regarded grandparents asté&mb digo0
involved, disengaged or interfering. When affectional solidarity is low it may be
particularly important to address conflict and help parents and grandparerfis¢o de
their expectations and roles. Baranowski and Schilmoeller (1999) and Schilmoeller and
Baranowski (1998) reported empirical studies with larger samples that alsdgatovi
evidence that affectional solidarity is a significant predictor of granedpsl overall
helpfulness and involvement.

Time since diagnosi€©ne variable that appears to be related to grandparents’
effectiveness when children have disabilities is time since diagnosis|@Mb#eonen -
Mosala, 1985; Schilmoeller & Baranowski, 1998; Seligman et al., 1997). In a survey of
seventy families by Schilmoeller and Baranowski (1998), the authors found that
grandparents were experiencing fewer negative feelings and more pestingd at the
time of study than at the time they first learned of their grandchild’s digabil

Mosala & Ikonen - Mosala (1985) conducted a study looking at grandparents’
emotional response to grandchildren’s disabilities over time. They found that
grandparents go through an adjustment process that resembles parentaeadjust
process. After an initial period of shock, devastation, loss, and role confusion, many

grandparents develop coping skills and are able to be involved and satisfied with their
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role. The authors noted that even grandparents who adjust well may have lastargsonc
about their grandchildren with disabilities.

In the Mosala & lkonen - Mosala (1985) study, grandmothers reported that the
level and type of involvement changed as time passed since diagnosis. Grandgaments f
the study who were “supportive” reported that the type and level of support theadoffer
was very high in the beginning, but decreased as the family adjusted and as the
grandchildren grew older. This result is corroborated by results from teekdr(2000)
study described above. In the Heller et al. (2000) study, grandparents of yohifdyen
provided more practical support than grandparents of older children, suggesting a shift in
grandparents’ provision of support as time since diagnosis increases and aiilgirandc
age.

Shared view of grandparents’ rol€here is preliminary support for an argument
that grandparents’ and parents’ share a view of grandparents’ role. In additidrated s
view of grandchildren’s disabilities, a shared view of the grandparetesnay be an
important variable. Mirfin-Veitch et al. (1996) found that variables thattaffec
grandparent involvement include grandparents’ fears about interfering, grandparents
concerns about being too involved and grandparents’ fears of not knowing how to
interact when grandchildren have special needs. It stands to reason thalies fahere
there is a shared view of the grandparents’ role between parents and grasdpare
grandparents will be more satisfied with their role, feel more succeasflifeel less
frustrated. What a grandparent’s role should be is likely to vary from faoiignily.
What seems to be important is that parents and grandparents have theieaolgs cl

defined. Families with special needs grandchildren may have a moreldiffieaiin
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defining roles and communicating needs. Those families are likely to bieaefit
counseling and support groups.

Type of disabilityThe type of disability, which includes the severity of disability
and treatment issues, may influence grandparents’ functioning. Hodapp (1999) found that
the effects of children’s disabilities on family members vary substgndi@pending on
the nature of the disability. Turnbull and Turnbull (1990) explain how the type and
severity of disability influence family’s response to the disability. Wheldien have
disabilities with medical complications, families often need to coordinadiécale
appointments, emergency care plans, and respite care with caretaker®who
knowledgeable about their children’s medical needs. When children have behavior
problems it is important for caretakers and educators to understand the causes of the
problematic behavior and to understand how to respond. Turnbull and Turnbull (1990)
show how different disabilities pose different challenges.

Summary Section: Grandparents of Children with Disabilities.

This section on research of grandparents of children with disabilities provided an
overview of the research on how grandchildren’s disabilities impact the extenaibd fa
system, including: the emotional impact of grandchildren’s disabilities oxdgaaents,
grandparents as providers of emotional and practical support, the impact of grandparent
support on parents’ stress, and the position of grandparents in the parents’ social support
network. Background variables which mediate the grandparent-grandchild dyad when
children have a disability were discussed. While research has looked at gratsdpfre
children with disabilities in general, less is known about grandparents of chidte

ASD.
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Grandparents of Children with Autism Spectrum Disorders (ASD)
Basic Concepts Associated with ASD

There are several diagnostic terms used by health care professiteal
referring to autism spectrum disorders. They include Autistic Disordey, (Adberger’s
Syndrome (AS), Pervasive Developmental Disorder (PDD), Pervasive Developmenta
Disorder —Not Otherwise Specified (PDD-NOS). Autism spectrum disorders a
pervasive developmental delays that are characterized by sociaisgefonmunication
impairments, and unusual behavior patterns. The diagnostic criteria of @Disbirder
(AD) and Asperger’s Syndrome (AS) as defined by the American Ragichhssociation
Diagnostic and Statistical Manual of Mental Disorders (1994) fourth editioM{¥$
are listed in Appendix A. Characteristics include impairments in nonverbal betavior
failure to develop peer relationships, lack of spontaneity, and lack of sociahatidreal
reciprocity. Behavior, interests, and activities are restrictgetitere, and stereotypical.
Atypical behavior patterns are often manifested by preoccupation witictesbtr
interests, inflexible adherence to nonfunctional routines or rituals, repetitic
mannerisms, and sometimes preoccupation with parts or objects.

In terms of differential diagnosis for Asperger’s Syndrome (AS), in A tiseno
clinically significant delays in cognitive development or in the developmeselbhelp
skills. While Asperger’'s Syndrome (AS) is not characterized by gedelay in
language, communication is impaired. Individuals with AS demonstrate landnzge t
within the normal range, but very often is characterized by deviations fromswvhat

typical of speech/language development. In contrast, individuals with Autisbeder
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(AD) have delayed fundamental language skills and in many cases do not devetdp spe
at all. When the diagnosis is AD, cognitive and adaptive functioning is also ichpaire

The key social features of autism spectrum disorders (ASD) arebsesicr
detail by Beebe and Risi (2003). Social difficulties include poor use of nonverbal
communication, lack of social or emotional reciprocity, poor use of time and space in
social interactions, limited social play and recreational skills, and poorlyogeeesocial
relationships.

Twachtman-Cullen (1998) provided a review of the deviant communication
patterns typically observed in ASD. These include differences in paraigaspects of
speech such as atypical prosody, rhythm, and timing. Children with ASDxhate
atypical, nonverbal communication including unusual gestures, inappropriate facia
expressions, and poor eye contact. Another feature of communication discussed by
Twachtman-Cullen (1998) is echolalic speech; individuals with ASD may eche whol
phrases or sentences from television and use them inappropriately in eveyataynsit
Children with ASD commonly have difficulty with nonliteral communication such as
processing figures of speech and understanding analogies. Individuals with %D ha
deficits with abstract language and concepts and can be concrete in theilansgiade.
Children with ASD may have difficulty in everyday conversation, includingadifty
determining the appropriate quantity and quality of details needed to commuamcate
idea.

In addition to having social pragmatic and communication deficits, individuals
with ASD are often cognitively and behaviorally rigid. They rely on routine, have

difficulties with unexpected change, and are stressed and disorganized biptransit
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Individuals with Autistic Disorder may display behavioral inflexibility througimple
repetitive motor mannerisms, like hand flapping. Individuals with Asperger’s Syedrom
(AS) have more complex and more cognitively sophisticated stereotypicaidreha
(Howlin, 1999). These behaviors may include rituals and fixation on restrictedoéreas
interest. While behaviors seem to reflect advanced cognitive skills ancealthigy are
rarely adaptive in terms of everyday functioning (Beebe & Risi, 2003).

Several core deficits have been proposed as explanations for the developmental
delays of ASD. One hypothesis suggests that children with ASD have defiititsri
theory of mind, or their ability to infer and integrate the mental states of ¢th@ndin,
Baron-Cohen, & Hadwin, 1999). It has been suggested that children with ASD have
poorly developed executive functioning (Ozonoff, 1997). The literature also sudgssts t
ASD children may have poorly developed sensory integration and difficultiles wit
central coherence (Frith, 1989). Stereotypical and rigid behavior may tezlrela
deficits in mental flexibility (Ozonoff, 1997). It has been suggested thakt aigil
repetitive behaviors serve to reduce anxiety (Tantam, 2000). Psychoanabpiestio#
the development of ASD are not supported by research. Most researchers agt8®tha
is a neurodevelopmental disorder with a genetic component (Tsai, 1999).
Impact of ASD on Family Members

Turnbull and Turnbull (1990) and Hodapp (1999) have suggested that different
disabilities pose different kinds of challenges for family members.oiaikj (2002)
looked specifically at the needs of parents of children with autism and found tleat thes
parents have specific needs that are different from parents of childrerypucl t

development and from parents of children with other disabilities. Midence and O’Neill
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(1999) discuss the invisible nature of ASD and parents’ need to explain theirrchildre
behavior to others as a developmental delay and not as an emotional disturbance. This
differentiation is sometimes difficult for parents to negotiate. Grandaasmart of the
extended family experience the same difficulties often with less iattwmand training.
Margetts, Lecouteur, and Croom (2006) discusses the particular anguisinthiatsf
experience because the cause of ASD is unknown. Not having a known cause can make
the diagnosis difficult to understand for parents and grandparents. Symptoms cAASD c
be exhausting and chronic for family members (Sivberg, 2002). In addition to the core
symptoms related to communication and socialization, other maladaptive symptbms suc
as hyperactivity, explosive behaviors, aggression, and self injurious behaviorozenpl
the situation. Management of these symptoms presents unique challenges fergmarent
families of children with ASD.
Special Concerns Raised by Grandparents of Children with ASD

Margetts et al. (2006) conducted a qualitative study of grandparents’ concerns
when children have ASD. Study participants were six grandparents of children wi
autism. Three themes emerged from grandparent interview data. Theyjveaeeptal
bond (described grandparents’ protective bond towards grandchild and adult child), (b)
striving for answers (described grandparents’ need to search for maading
information), (c) keeping family intact (described grandparents’ need tolefdrmily
together). The authors suggest that more research is needed on grandparentss gonc
order to formulate a family-centered, multidisciplinary approach to aseasamd

treatment of ASD.
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Harris et al. (1985) conducted and empirical study looking at independent
variables that might mediate grandparent involvement when children have ASD. The
authors looked at 19 families of children with autism. The sample consisted of 19
mothers, 14 fathers, 15 maternal grandmothers, 11 maternal grandfathers,rid) pater
grandmothers, and 7 paternal grandfathers of 19 autistic children. For each of the 19
autistic children, multiple family members completed a questionnaire desgctitair
view of the special needs child, the impact of the special needs child on parents, and the
relationship between parents and grandparents. The authors found that a shared view
between grandparents and parents regarding grandchildren’s ASD led éo greaision
of support by grandparents and greater visitation. More research of this hgesled to
illuminate variables that mediate grandparent involvement when children [si¥eThe
current research project looks at family functioning as a mediatingoleané
grandparents experience when children have ASD.

Parent and Grandparent Training when Children have ASD

Research has been conducted on the effectiveness of parent training via
workshops (Johnson, Handen, Butter, et al., 2007; Sivberg, 2002). Insights provided by
that research can be used when developing grandparent workshops. Given the unique
challenges posed by a diagnosis of ASD, as well as, the chronic and complitated na
of the disorder, grandparents need information if they are to be effective merhthers
treatment team. Johnson et al. (2007) determined that in terms of parent training, parent
of children with ASD have different needs from parents of children with other dligsbil
and different needs from parents of typically developing children. Johnson et al. (2007)

developed a model for parent training which teaches parents to observe antewbdent a
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consequent behavior using a “prevention antecedent management” format. Enmphasis i
parent training was on identifying the function of a child’s behavior. Parengstagght
to recognize disruptive behavior as a vehicle through which a child influences the
behavior of others. Parents were taught to reinforce more appropriate cowrmmanic
behavior. The training includes instruction in communication, play, social skills, and the
appropriate use of positive reinforcement and extinction. These techniquesdai® use
manipulate the environment so that a child’'s ASD can be accommodated. By providing
greater predictability in the child’s environment, disruptive behavior associatie
children’s incomplete comprehension of daily events decreases. Johnson et al. (2007)
conclude that more research is needed to empirically validate parentyraignuals. In
addition to a lack of empirically validated parent training manuals, tihengoatraining
manuals designed specifically for grandparents. In terms of futwearobs current
parent training needs to be validated and training specific to grandparentsoneeds
developed (Johnson et al., 2007).
Appropriate Levels of Grandparent Involvement when Children have ASD

The appropriate level involvement for grandparents of children with ASD
depends on the individual characteristics of the grandparent and the family. Tlesidea
described by Margetts et al. (2006) is a family that experiencestar&of
participation”. Grandparents should be recognized as a capable source of support to
parents at first assessment and as part of the treatment plan in termsehiiae. As
effective members of the treatment team, grandparents need both informdtion a

training. The clinical team needs to support grandparents as advocates for their
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grandchildren and the whole family so that the clinical team can implearany f
centered children’s services that include the extended family.
Summary Section: Grandparents of Children with ASD

This section provides a review of the basic concepts of ASD. ASD are on a
spectrum in terms of severity and impact children’s social and communickitien $he
impact of ASD on family members is discussed. It is often difficult forlfamembers
to arrive at a shared view of diagnosis and treatment because the causeisf ASD
unknown and because of the invisible nature of ASD. ASD is a chronic disorder, as such,
a system wide treatment plan that include multiple family memberssatnasiple
settings are needed. Grandparents are a potential resource to be include@atnieatr
team. Research is also presented that has looked at specific concethisyraise
grandparents of children with ASD. Finally, research on parent and grandparengtr
and the appropriate level of grandparent involvement is presented.

Family Systems Theory

Family Systems Perspective when Children have Special Needs

In the last two decades, there has been a major paradigm shift towardssystem
theory in how professionals deal with parents and families of children with
exceptionalities. Turnbull and Turnbull (1990) provide a historical perspective ailéhe
of family and parents in the education of exceptional children. They discuss a paradig
shift in which parents were initially viewed as a source of their child'$iityato a
modern model where parents are seen as decision makers and collaborators.
Professionals’ interest has shifted from focusing solely on the needsaobiilthevith a

disability to focusing on the needs of the mother-child dyad and also the needs of other
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caretakers and family members. Assessment and intervention includes a résponse
the practitioner to the general family needs and the needs of individual famillgers
There has been a broadening of focus in assessment and treatment to ameilyde f
members as well as resources outside the family such as school, commurtitg, and
extended family. Turnbull and Turnbull (1990) suggest that the best way to vielregami
when children have a disability is to use a family systems approach. Th $gatéms
approach works because knowledge of a family’s unique characteristics cam infor
professionals of families’ strengths, needs, and priorities. Knowledge abulyt fa
systems helps professionals determine which family members are dotsudiaces in
which context (Turnbull & Turnbull, 1990).
Impact on Family Systems

A major question in studying disability and the family is how the system is
affected by the child’s disability (Hornby & Seligman, 1991). The managemeexis of
children with disabilities can be extensive and costly, requiring shifts inanbks
responsibilities for individual family members. Having a family membéh @idisability
can mean numerous medical appointments, visits to the hospital, clinics, angataotici
in support groups (Hornby & Seligman, 1991). Management needs can include anything
from hands-on physical care, to arranging and coordinating schedules lgfrfeambers
for professional visits. In addition, children’s disabilities impact fagiii@ancial
resources. Financial burdens include medical expenses and in many casststbt ¢
respite care. Family members’ roles and relationships need to be resporisase
concrete demands (Turnbull & Turnbull, 1990). Changing family structure may be

temporary, while others may be more permanent in nature. In any case, thenésads
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to cope with disability by sharing roles and responsibilities associdtiedidren’s
special needs (Hornby & Seligman, 1991).

Primary caregivers often have added responsibilities with regarddoectis
social and emotional development. Primary caregivers may be responsiblgiiog hel
siblings and extended family members develop relationships with the spedsglahdd.
Additionally, primary caregivers may need to help children develop friendslitipshair
peers. Primary caregivers may scaffold for the family system fleh@i®gical impact of
children’s disabilities. Individual family members’ feelings need taddenowledged,
expressed, and addressed. Family members’ questions regarding the causabulity,di
concerns about the affected child’s future and the family members’ fuustbe
processed by the family system.

In addition to changes within the family system, social networks outside of the
family are affected (Kazak & Marvin, 1984). Changes in the social network have to do
with increased isolation and/or a need to be associated with other families who are
experiencing similar challenges (Findler, 2000). The need to network with atiibesa
in an attempt to share information is real and often times a burden to alreathgexist
social networks within and outside of the family system. When primary caredjiaee
difficulty supporting the social and emotional challenges of the family menfaargy
relationships may be challenged and the family is at risk for role confusion.

When children have special needs family tasks range from conceptuieing
disability, to constructing social networks, communicating information, to nagage
child’s disability in terms of health and education and future planning. Thesetasks

made difficult when external supports are not adequate. Family members ddy quic
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become discouraged when stigmatizing attitudes create additional burddmesnamajor
family dysfunction exists (Hornby & Seligman, 1991). Turnbull and Turnbull (1990)
make an excellent point when they call attention to the research showing the man
positive contributions made by children with exceptionality to families. THeoesipoint
out that the child’s disability is not necessarily the stressor as muchfasihgs
response to the disability.

Understanding Family Systems

Turnbull and Turnbull (1990) provide a framework for understanding and
collaborating with families that emphasizes the expansive, interaatiyehanging
gualities of family systems. The model consists of four dimensions. Those dimemsions a
family characteristics, family life cycle, family interactioasd family functions.

Basic family characteristics refers to variables such as fam#y form, cultural
background, social economic status, geographic region, nature of exceptiondlity, a
personal characteristics of individuals within the family unit. Chariaties could also
include family members’ health and coping styles and generally any tdréstc which
affects a family’s response to a member’s disability. A family'sattaristics can be
either a resource or an obstacle in terms of how a family responds to a gppédial
needs (Turnbull & Turnbull, 1990).

Family life cycle refers to the fact that the needs of family mesntlenge over
time. Different developmental stages pose different challenges aodaaeeterized by
different dynamics. An assessment of the family life cycle includessis®ent and

sensitivity to the developmental needs of all members.
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Family interactions refer to relationships within the family such astah,
sibling, parental, and extended family relationships. Relationships are sulsgsigthe
family unit is a whole entity with relationships as component parts. The behavior of one
component influences the behavior of another. Other family systems theorists have
referred to the mutual influence within a system as circular cau@dlithols &

Schwartz, 2007). Circular causality suggests that problems are sustamedgoing

series of actions and reactions with little emphasis on initial causesyfangdystems

are separated by boundaries. Turnbull and Turnbull (1990) state that boundaries may be
open or closed. Boundaries exist between family members and with individuals outside
of the family. When boundaries are open information, suggestions, and requests are
shared. When boundaries are closed there is an absence of collaboration.

According to Turnbull and Turnbull (1990), families exist to meet the individual
and collective needs of their members. Family functions refer to the ktedkbe family
performs to meet those needs. Turnbull and Turnbull (1990) introduce eight catefories
family functioning. They are affection, self esteem, spiritual needs, eccnahaily
care, socialization, recreation, and education. In family systems ttesey could also
be referred to as family outputs. In considering family functions it ie&rtio remember
that the categories of family functioning influence each other and areteadpay a child
with special needs. Family functioning is also dependent on family memkidssasd
abilities and their motivation at any given time (Turnbull & Turnbull, 1990).

Subsystems and Boundaries
In addition to family functioning, the concept of subsystems is helpful when

understanding families. Turnbull and Turnbull (1990) identify four relevant subsystem
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within family systems. They are the parent subsystem, the marital grsyise sibling
subsystem, and the extended family subsystem. Family subsystems eateddpa
boundaries and those boundaries may be open or closed. Boundaries exist within
subsystems and between subsystems, for example there is a boundary between sibli
and there is a boundary between the marital subsystem and the extended family
subsystem. When the boundary between the parent subsystem and the extended family
subsystem is open, grandparents may take on parenting responsibilities. When that
boundary is closed, a suggestion from grandparents regarding child rearing may b
perceived by parents as interfering and unwelcome.
Circumplex Model of Marital and Family Systems

Introduction to the Circumplex Modélhe Circumplex Model of Marital and
Family Systems developed by Olson et al. (1979) is an application of faysignss
theory and a useful way of studying family functioning (see Appendix B for diagfa
model). The model applies to both marital systems and family systems atiteimedel
used in the current study. Research supports the use of the Circumplex Modelib@ descr
family dynamics (Olson, 2000). Model constructs are well defined and valid sataleel
instruments have been developed to measure important family constructs. The
Circumplex Model focuses on subsystems within families by addre$seg ¢entral
dimensions: (a) family cohesion, (b) family flexibility, and (c) famibyranunication.

CohesionOlson (2000) defines family cohesion as the bonding and closeness that
couple and family members have with one another. The author states that cohesion
focuses on how systems balance separateness with togetherness andiibyalty

independence. Examples of the specific traits that are measured by tlyectamesion
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dimension include emotional bonding, boundaries, coalitions, friendships, decision-
making, interests, and reactions (Olson, 2000).

According to the Circumplex Model (Olson, 2000) cohesion is measured along a
continuum with five levels. The three middle levels are considered balanced or adaptive
and the two extreme levels are considered unbalanced or maladaptive. The Bvefleve
cohesion are: disengaged/disconnected (extremely low score on the cohesipn scal
somewhat connected (low to moderate score on the cohesion scale), connectedgdmoderat
score on the cohesion scale), very connected (moderate to high score on the cohesion
scale), and enmeshed/overly connected (extremely high score on the cohadsion sc
Balanced levels are somewhat connected, connected, and very connected. Unbalanced
levels are disengaged/disconnected, and enmeshed/overly connected.

An unbalanced family system is described as disengaged/disconnected. That
family system is characterized by extreme emotional separatéméissses family
systems, there is little involvement among family members and thegresitadeal of
personal separateness and independence. Individuals function autonomously and have
separate interests and priorities. Members are unable or unwilling to seek $ugpport
one another or to engage in mutual problem solving. Disconnected families function
independently, are separate, lack closeness, and do not accept responsibility for ea
other’s well-being (Olson, 2000).

A second type of unbalanced family system is the enmeshed/overly-connected
family. In this family system there are extreme levels of emotidoséness and
unquestioning loyalty. Individual members are codependent and highly reactivl. Fam

members do not respect personal space and there is little separation betméensme
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The energy of individual members is focused almost exclusively within théyfeintle

with few friends or interests outside the family. Enmeshed family sgstemsist of

members who are overly connected with too much togetherness, too much closeness, and
high dependency needs (Olson, 2000).

Families that are balanced in cohesion are bonded emotionally with each other
while still maintaining an acceptable level of independence. They have esasterskill
of being close while still maintaining independent identities. Individual fasystems’
functioning falls between the two extremes of high enmeshment and high disengiageme
(Olson, 2000; Turnbull & Turnbull, 1990).

Flexibility. Olson (2000) defines flexibility as the amount of change in a family’s
leadership, roles, and relationships. The authors state that a familipdifieindicates
how the system balances stability with change. Flexibility measadsrship, role
shifts, discipline, and adaptability in the context of change and stress. Spadii
related to flexibility include control and discipline (leadership), negiotisstyles, roles,
and relationship rules.

According to the Circumplex Model, Flexibility is measured on a continuum with
five levels (Olson, 2000). The three middle levels are considered balanced awmd the
extreme levels are considered unbalanced. The five levels of flexdnidty
rigid/inflexible (extremely low score on the flexibility scalednsewhat flexible (low to
moderate score on the flexibility scale), flexible (moderate score diexieility scale),
very flexible (moderate to high score on the flexibility scale), and chawetidy flexible

(extremely high scale on the flexibility scale). Balanced levels@amewnhat flexible,
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flexible, and very flexible. Unbalanced levels are rigid/inflexible, andttiaverly
flexible.

An unbalanced family system in terms of the flexibility dimensions is
rigid/inflexible. That family type is characterized by one individual whodakerge and
is highly controlling. Rigid inflexible family systems engage in limited niegjohs with
most decisions imposed by one individual. Roles are strictly defined and leadership and
titles do not change. The family is characterized by rigid relationgfpsh are
unbalanced and inflexible. Leadership is authoritarian, strict disciplinairgamed and
change is poorly tolerated. One individual family member takes charge agtlis hi
controlling. There tends to be limited negotiation with most decisions imposed by th
leader. Roles are strictly defined and titles do not change. Rigid relapsash
unbalanced and inflexible, and are characterized by too little change, &uithori
leadership, roles that seldom change, and strict discipline (Olson, 2000; Turnbull &
Turnbull, 1990).

A second type of unbalanced family system functioning is the chaotic/overly
flexible family. In this family system roles are unclear and shift fredividual to
individual. Leadership is limited and erratic. Decisions are impulsive. Thertack of
planning and there is endless negotiating (Olson, 2000; Turnbull & Turnbull, 1990).

By contrast, families that are somewhat flexible, flexible, and vexjbfieare
considered balanced in terms of this flexibility. Families that are bedamac the
flexibility dimension change when necessary, share leadership, sharearalehave

democratic discipline (Olson, 2000; Turnbull & Turnbull, 1990).
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CommunicationThe third dimension of the Circumplex Model is
communication. Communication can be conceptualized as a facilitating dime@siach
communication facilitates cohesion and flexibility. Indicators of good famil
communication include listening skills (empathy and attentive listening)kisigeskills
(speaking for oneself and not for others), self disclosure (sharing fealoyt oneself
and the relationship), clarity, continuity tracking (staying on topic), andctapd
regard (affective aspects of communication).

Communication is measured on a continuum from good communication to poor
communication. Several studies investigating communication have found thatsystem
that are balanced on cohesion and flexibility tend to have very good communication
(Olson, 2000).

SatisfactionThe authors of the Circumplex Model have included a fourth
component to consider when analyzing family functioning, that is family setiish.

Olson (2000) suggests that there are circumstances when extreme functionimg iof ter
cohesion of flexibility may be adaptive for family members. Olson (2000) cféarsral
examples of stressful life events which may lead to families expergeoabalanced

family functioning as adaptive (e.g., death of a family member, the diagfasis

disability or birth of a child with a disability, chronic iliness, divorce,)ettn addition,

Olson (2000) suggests that there may be differences among cultures in terms what are
adaptive levels of cohesion and flexibility. For example, it may be true thaiséech
functioning is adaptive among minority cultures in a given community. If dyfasni
characterized by unbalanced functioning, but report high levels of famsyesditon, it

means that extreme or unbalanced functioning is adaptive for that particuoilgr fa
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Basic hypotheses using the Circumplex Moddle Circumplex Model purports
specific relationships between the central dimensions (i.e., cohesion, ftexdoikl
communication) and optimal family functioning. The model shows that there are
curvilinear relationships between cohesion and flexibility with optimal famil
functioning, and that there is a linear relationship between communication and optimal
family functioning, such that, midrange scores on the cohesion and flexibilies siak
high range scores on the communication scale are associated with optirhyal fam
functioning. In contrast, having extreme high or low range scores on the cohesion and
flexibility scales and low range scores on the communication scalasselated with
problems in family functioning (Olson, 2000). The principal hypothesis derived fem t
Circumplex Model is that Balanced type families are more effectivsathe family life
cycle than unbalanced types (Olson, 2000). Thus, research hypotheses should predict that
in response to normal developmental change or in response to major life stfassitys
members with balanced cohesion and flexibility scores and better communicaties s
will have higher scores on a variety of outcome measures. In the currenttsigidy, i
expected that grandmothers from families with optimal family functionifighewe the
best outcomes in terms of their strengths and needs, when children are typically
developing and especially when children have special needs.

Family Systems Variables and Children with Disabilities

Turnbull and Turnbull (1990) discuss how disengagement can be problematic
within family systems and when children have disabilities. In a disengagedanrdzh
system there are low degrees of cohesion. Unbalanced family systerharactearized

by under involvement, few shared interests, few shared relationships, and excessive
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privacy. This is ineffective for family members and particularly fordreih with special
needs because low degrees of cohesion isolate family members from emotionadl suppor
and loyalty of other family members (Turnbull & Turnbull, 1990). The exceptionlal chi
can be left without supportive family interactions, and can be isolated witteut t
assistance needed to develop independence.

Turnbull and Turnbull (1990) also discuss how enmeshment within or between
subsystems can be problematic for family members and when children havetdisabili
In enmeshed family systems, it is possible for a parent and child with speszialtoe
become overly dependent on each other and exclude other family subsystems. For
example, a mother who has primary care of a severely physically disabltechay be
overly responsive to that child’s needs to the exclusion of the other children’s néeds or
the exclusion of the marital relationship. When enmeshment occurs with the gialeént
subsystem, there is a potential problem for the child who is thwarted in his or her
attempts for independence and for the mother who may not pursue her own personal
goals.

Family systems which are unbalanced on the dimension of flexibility are
problematic in terms of meeting the needs of individual family members. tjleso$
functioning is particularly ineffective in families with special neeldren.
Rigid/inflexible families are less likely to adapt to the increasedadeshof an
exceptional child. They are less likely to share responsibilities or tasle$ easily. The
person who is in charge in rigid/inflexible families may overpower and alietiade
family members, reducing their ability to contribute to the familyesysbr share new

ideas.
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Families that are chaotic are not good for family members or childtan wi
disabilities either. In chaotic families, which demonstrate a low def@ntol and
structure, follow through on needed responsibilities is problematic. Familyperemay
not be able to take responsibility, set goals, and make reliable commitmethitsu/di
defined family leader, roles are unclear, goals are not likely to panskexpectations
may not be met (Turnbull & Turnbull, 1990).

Family Systems Variables and Grandparents

There is very little research that has looked at the impact of familgrsgst
variables, cohesion, flexibility, and communication, on grandparents’ involvement.
Turnbull and Turnbull (1990) suggest that there is greater grandparent involvement in
family systems when family functioning is balanced and they citagkd for research in
this area. This may be especially true when grandchildren have speclal Riastings et
al. (2002) looked at families of children with disabilities and found that good
communication in the nuclear family is an important variable influencing gregmipa
involvement. In a study by Trute (2003) of 70 parents of children with developmental
disabilities, the authors looked at family functioning and grandparent involvement. The
results were inconclusive and more research was suggested to examategithreship
between family functioning and grandparent involvement.

Summary Section: Family Systems Theory

This section provides a review of family systems concepts relevant to teatcurr
study. There has been a shift in perspective among mental health providers from
focusing solely on the child with a disability to focusing on the needs of the famtilg

system (Hornby & Seligman, 1991). In order to assist the entire family whdrechi
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have a disability, greater understanding of how disabilities in children cantifapaty
members and how families function is needed (Turnbull & Turnbull, 1990). The
Circumplex Model of Marital and Family Systems (Olson et al., 1979, 2007) provides a
framework for looking at several important aspects of family functioniagiticlude
cohesion, flexibility, communication, and family satisfaction. The basic hypetbEsi
the Circumplex Model is that families with balanced cohesion, balancedilikyxiand
good communication will have better outcomes for family members. Alternéasbyls
unbalanced cohesion, unbalanced flexibility, and poor communication are associated
with worse outcomes for family members. Family members’ satisfautith their
families level of functioning is measured because sometimes unbalancednimggis
adaptive for families (e.g., enmeshment may be adaptive when there is chmesgiih
the family). Turnbull and Turnbull (1990) discuss how families that are charsctday
unbalanced functioning often do not meet the needs of children with disabilitiesis Less
known about the impact of family functioning on grandparent involvement. The current
study addresses this gap in the literature.
Rationale for Current Study

This current study examined similarities in reports between grandra@ther
mothers. Second, this study examined the impact of grandchildren’s autistiaspectr
disorders (ASD) on grandmothers’ strengths and needs and how the exgasfence
grandmothers with typically developing grandchildren may differ from those of
grandmothers of grandchildren with ASD. Finally, the current study exarfanaty

functioning as a predictor of grandmothers’ experiences.
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Much of the research on grandparents of children (Hastings, 1997; Sandler &
Warren, 1998) focuses on mothers’ perceptions of grandparents’ involvement, rather than
grandmothers’ own report. In order to enhance the quality of this researmthngthers
were used as respondents in addition to mothers. Previous research on intergeinerationa
relationships suggests that older generations consistently take a more pasitioé vi
circumstances (Aquilino, 1999; Lynott & Roberts, 1997). It is possible that mothers’
reports will be slightly more negative than grandmothers’ reports. Althoughgba
forms of the GSNI for parents and grandparents are available, previoushasgag the
measure has not looked at agreement between parents’ and grandparentgsespons
within a family. By using mothers and grandmothers as respondents, it was passible t
see whether or not mothers and grandmothers share a view of grandmothers’ strengths
and needs.

The research that has been done on the impact of disability on grandparents
suggests that grandparents of children with disabilities have added concerns and
additional responsibilities (Baranowski & Schilmoeller, 1999; Gardner,et394;

Scherman et al., 1995). Grandparents may be a resource in the family or an added burde
in the family, or both (Hastings, 1997; Seligman, 1991). Research indicates shateni

the case that grandparents are among the first people that parents wvialivitnen

children have disabilities (Findler, 2001), and parents often state that grandparents
acceptance of their grandchild’s condition helps in their own healing (Migitck et

al., 1996). In addition, there are several background variables, some of which are unique
to families of children with disabilities, and some of which are similar to graedisaof

typically developing children (e.g., child’s age, lineage, grandpargetsler, time since
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diagnosis, severity of disability, age of child, perspectives on disabiiayhtive been
shown to impact grandparents’ experience and role when children have a disability
(Glasberg & Harris, 1997; Hornby & Ashworth, 1994; Katz & Kessel, 2002; Mirfi
Veitch et al., 1996). Research involving autism spectrum disorders has showmsoncer
specific to grandparents of children in that disability group.

The research that has been carried out with grandparents of children with
disabilities has several methodological weaknesses that are addrebsedurrent
study. Methodological issues include: small, non representative sampkest lac
comparison groups of grandparents of children with typical development; use ofgparent
report rather than grandparent’s report; qualitative rather than quaetgaidies, using
semi-structured interviews rather than valid and reliable instruments;cknafleontrols
for confounding background variables such as grandparents’ gender, geographical
distance, grandchildren’s disability, and grandchildren’s age.

In an attempt to address these methodological issues, this researched select
grandmothers and mothers of children with a specific disability, autism spectrum
disorders (ASD). In so doing, parents’ gender, grandparents’ gender, and ddaedshi
type of disability were controlled. In addition, grandmothers were selectedive
within 50 miles of their grandchild and grandmothers and mothers of children between
the ages of 6 and 14 years were selected, thus geographical distance aridldramdc
age were also controlled. The current study used a large enough sample ta detect
significant effect and used reliable instruments of grandparent pelftee role and
experiences rather than relying on a structured interview with snoaibgof

grandmothers or parent’s report of grandparent’s experiences. Grandmothersteard mot
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completed the Grandparent Strengths and Needs Inventory (GSNI) to measure
grandmothers’ role and experiences.

The current study examined family functioning as a predictor of grandrebther
involvement. Using the Circumplex Model of Marital and Family Systems(ds al.,
1979), it was expected that as family functioning approached optimal levels, estcom
for grandmothers would be more favorable. Family functioning was measungdhusi
Family Adaptability and Cohesion Evaluation Scales Fourth Edition (FACES IV
completed by mothers. While the relationship between family systems ear&id
grandmothers’ involvement has not been tested, there is some evidence suppotyng fami
functioning, (e.g., communication), as a mediator of grandparents’ involvement and
satisfaction when children have a disability (Hastings et al., 2002; Trute, 2003).Héhus, t
current study addresses a gap in the literature by looking at the impacilgf fam
functioning on grandmothers using a comprehensive measure and a sample of typically
developing families as well as families with a disability. The currerlysextends the
research supporting the validity of the Circumplex Model by showing how family
functioning relates to grandmother outcomes.

Based on the above discussion, this study addresses three research questions.

1. Do mothers’ and grandmothers agree on grandmothers’ experiences?

2. Do the experiences of grandmothers with typically developing grandchildre
differ from those of grandmothers with grandchildren with ASD in the areas of
satisfaction, success, teaching frustration, difficulties, and informatiorsheed

3. Does nuclear family functioning impact on grandmothers’ experiences?
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CHAPTER I
Methodology
This chapter describes the methodology of this study that will examine
consistency between mothers’ report and grandmothers’ report of grandmothers’
strengths and needs, the impact of grandchildren’s ASD on grandmothers’ stegrtjths
needs, and the impact of family system’s variables on grandmothers’ stremd)tisecals.
Participants
A total of 152 grandmothers and mothers participated in this study. Cohen (1992)
suggests a sample size of 67 to detect a medium effect@ktt@s significance level
and a sample size of 52 to detect a small effect when conducting multiplesi@yres
equations with two predictor variables. Therefore, the recruitment goal wakeitt ¢
from 34 dyads containing children with ASD and 34 dyads containing children with
typical development (136 mothers and grandmothers). The following select@aracrit
were established to minimize variation external to the study questionhil{tg age
within the range of 6-14 years; (b) driving distance between grandmother and dchndchi
of less than 50 miles.
The final sample consisted of 84 grandmother/mother dyads, some of which (
68 dyads) were fully observed and some of which were partially observetd),
(mother alone or grandmother alone completed a questionnaire). The actualvsample
divided into three groups. The control group consisting of dyads of grandmothers and
mothers of typically developing children contained 30 fully obsedyedis and 4
partially observed dyad®(= 68, 34 dyads). The High Functioning Autism/Asperger’s

(HFA/AS) group consisted of 27.5 fully observed dyads, and 4 partially observed dyads
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(N =63, 3.5 dyads). The Autistic Disorder (AD) group consisted of 10.5 fully observed
dyads and 8 patrtially observed dyabs<(37, 18.5 dyads). Therefore in the total sample,
there were a total of 78 fully observed dyads (30 + 27.5 +10.5 = 68) and 16 partially
observed dyads (4 + 4 + 8 = 16). Of the 16 partially observed dyads, 10 were completed
by mothers alone and 6 were completed by grandmothers alone

Table 1 presents the background characteristics of the sample. The sample
consisted of mothers and grandmothers who were mostly caucasion and living within 50
miles of each other. The majority of the grandchildren were between 6 and 1éfyears
age and the majority of the grandmothers were maternal grandmothers.

Looking at the means, standard deviations, and ranges for each of these variables
shows that the groups (typical development, HFA/AS, AD) were largely the same on
most of the background variables including race, religion, grandmothers’mabe, a
grandmothers’ level of education. The only exceptions to this were grandchildren’s
gender and lineage. Sixty one percent of the typical group were female (36%028%0
of the HFA/AS group were female (78% male), and 8% of the AD group were female
(92% male). Thus there were more males in the ASD groups. Slight differeaes
observed between the groups in terms of grandmothers’ lineage. Ninety-four percent of
grandmothers in the typical group were related to their grandchild through theinteig
compared to 89% in the HFA/AS group, and 76% in the AD group. Thus there were more
paternal grandmothers in the ASD groups. The effects of grandchildren’s gexder
grandmothers’ lineage on the dependent variable were accounted for by indhedieg t

variables in the final models.
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Table 1
Sample Number$/eans, Standard Deviations, and Ranges for Demographic Variables

by Diagnosis (N = 168, 84 dyads)

Typical (N = 68, 34 dyads) HFA/ASN = 62, 31dyads) ADN = 38, 19dyads)

N M SD Range N M SD Range N M SD Range
Children
Gender 34 061 049 0-1 32 0.2242 0-1 19 0.08 0.27 0-1
Age 34 9.63 2.85 32 10.26 2.94 19 9346
Time 34 0.00 0.00 28 5.18 2.70 16 7.283
Grandmothers
Age 34 67.28 7.47 31 68.62 7.43 19 6518313
Marital® 34 2.24 1.68 1-5 29 236 1.67 51— 16 2.68 191 1-5
Lineagé 34 094 0.24 0-1 31 0.89 0.31 10- 19 0.76 043 0-1
Geo. Dist 34 3.00 0.80 1-6 31 3.27 0.9%6 19 319 116 1-6
CaregiV 34 246 0.73 1-4 31 222 073 1-4 19 2.03 067 1-4
#gchild 34 4.81 2.13 31 3.95 241 1934 2.47
EmploGI 34 176 103 1-4 31 183 095 1-4 19 2.03 117 1-4
Religiof 31 1.68 1.00 1-5 29 181 102 1-5 144 097 1-5
Racé 32 1.00 0.00 1-5 30 1.05 038 1-5 160 0.00 1-5
Incom¢ 34 527 138 1-6 31 508 131 1-6 19 554 134 1-6
Educatioi34 4.62 2.04 1-7 31 492 166 1-7 488 195 1-7
Healthh 34 1.88 0.62 1-4 31 181 073 1-4 192 063 1-4
Time! 34 3.26 0.76 31 3.02 0.86 19 299 1.01
Mothers
Age 34 37.61 10.91 31 39.18 11.09 19 33Exn84
Mari® 34 132 083 1-5 31 106 035 1-5 122 062 1-5

Educd 34 623 123 1-7 31 591 1.09 1-7 597 082 1-7
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Table 1 ¢ontinued)

Typical (N = 68, 34 dyads) HFA/ASN = 62, 31dyads) ADN = 38, 19dyads)

N M SD Range N M SD Range N M SD Range
Mothers(continued)
Racé 33 106 034 1-5 29 114 072 1-5 e®4 025 1-5
Incd 34 581 124 1-6 31 583 050 1-6 5915 1.13 1-6
#children 34 2.49 0.62 31 2.08 1.03 19 2.4066

*Gender: 0 smale,1 =female"Marital status: 1 #narried, 2 =separated3 =divorced 4 =never married
5 =widowed °Lineage: 0= paternal 1 =maternal. “Geographical distance: 1 = we live together, [&ss
than a mile3 =1 to 24 miles4 =25 to 199 miles5 =200 to 1,000 mile$ =more than 1,000 miles
®Caregiving: 1 =daily, 2 = often,3 =seldom4 =never 'Employment status: 1 retired, 2 =working part
time, 3 =working full time 4 =unemployed®Religion: 1 =Christianity,2 =Islam,3 =Judaism4 =other.
"Race: 1 2White,2 =Black 3 =Hispanic,4 = Asian 5 = other.'Income: 1 =under $9,9992 =$10,000to
$19,999,3 =$20,000 to $29,999 =$30,000 to $39,99% =$40,000 to $49,99% = over $50,000.
IEducation: 1 8" grade or less2 =some schooB =high school diploma4 =vocational training 5 =
some collegeb = college degree? = graduate degree*Health status: 1 excellent2 =good,3 =fair, 4 =

poor.'Time Spent: 1 Fess than one hou?, =1 to 5 hours3 =5 to 10 hours4 =more than 10 hours.

Measures
Grandparent Strengths and Needs Inventory (GSNI)

Strom and Strom (1993) developed a comprehensive measure of grandparent
development called Grandparent Strengths and Needs Inventory (GSNI, see Rggpendi
C and D). The purpose of the GSNI is to help grandparents recognize their strdsgths, a
conceptualized as potentials, and identify areas in which they may need fuotkitr, gr

conceptualized as needs or concerns. The GSNI is designed to measure grandparents’
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potentials and concerns with regard to individual grandchildren, as they are prompted in
the front of the measure to identify the grandchild whom they are thinking of as they
answer the questions. The GSNI also has background information questions that were
used for this study. The measure includes parallel forms for grandpareatdéspand
grandchildren. Different forms allow for different reports of the same aandire.,

mothers’, grandmothers’, and grandchildren’s perception of grandparents’ areas of
potential and concern). In this study, complementary forms allow for the coorpafis
mothers’ and grandmothers’ perspectives on grandmothers’ behavior.

The GSNI measures grandparent behavior with 60 Likert-type items dlivitte
six subscales of 10 items each. The six subscales emphasize differetd akpe
grandparent development. They are: success, satisfaction, teaching tgifficul
frustration, and information needs. Three of the GSNI subscales (satisfaticcess,
and teaching) are combined into a composite score of grandparents’ potentials. The
remaining subscales (difficulties, frustration, and information needs) ceontlgned
into a composite score of grandparents’ concerns.

The satisfaction scale measures aspects of being a grandparerd fleasing
and satisfying. According to the authors, grandparents and grandchildrehygiroze
to build relationships that are mutually satisfying, despite the fact thahtezls are
continually changing as a result of normal developmental growth and unexpected
stressful events (e.g., death in the family, divorce, disability). Theeazdimi scale was
designed to reveal grandparent’s current role satisfaction with regarsiecific

grandchild.
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The success scale reflects the ways in which grandparents sucggssfiolim
their roles. The authors state that grandparents need to feel capabledihgrasi
nurturing and stimulating environment, or else they may withdraw from grandparent
responsibilities. Furthermore, the authors suggest that grandchildren admisendmtul
help them grow, adapt, and feel capable. In many ways the success scatassiceraf
grandparents’ feeling of self efficacy in their role as grandparent.uidoess scale
reveals grandparent’s feelings of success and competence at fulfidingaie with
individual grandchildren.

The teaching scale assesses the extent to which grandparents teach the kinds of
lessons that grandparents are often expected to provide. This scale was designed t
measure the extent to which grandparents assist parents in teaching ancimgittier
lessons that parents teach on a regular basis. This scale is interestmgelieis assesses
direct participation between grandparents and a specific grandchild.

The difficulty scale reflects the problems encountered by grandparehtsyas t
attempt to fulfill their obligations to the family and grandchildren as graoips. Given
that grandparents encounter different types of problems at different develapleesis,
and that their experience is always changing, the scale reveals ihdtdf that a
grandparent is currently facing.

The frustration scale is designed to reveal behaviors of grandchildremethat a
upsetting to grandparents. Thus, the frustration scale focuses on grandchildréigs abil
and behaviors and the frustration scale focuses on grandparent’s own abilities and

behaviors.
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The information needs scale measures things grandparents need to know about
grandchildren. The authors contend that grandparents, who are informed about the
abilities, feelings, values, choices, and problems of grandchildren and of theiispare
more likely to be involved in a way that is adaptive for all. This scale revedtmtiseof
information that grandparents feel they need to know in order to function effectively

Raw scores for each scale range from 10 to 40. In addition, the potentials score
and the concerns score can be calculated, with a maximum score of 120. Response
choices for all questions on the GSNI are “Always”, “Often”, “Seldom”, and/&xe
Within the Potentials composite “Always” is scored with 4 points and “Nevecased
with 1 point. Within the concerns composite “Always” is score with 1 point and “Never”
is scored with 4 points. Thus, higher scores on the potentials subscales or composite
indicate more potential and higher scores on concerns subscales indicate feagrscon
Thus, on the GSNI, higher scores are always better with this approach andabswvere
75 is considered favorable. For the current research, however, the scoring pramedure f
the concerns composite was amended slightly, such that, among the concertsssubsca
“Always” receives 4 points and “Never” receives 1 point. This was done in order to
maintain consistency in the response format as the questionnaire involved many
qguestions. Thus, for the current research higher potentials scores indicae great
potential, and higher concerns scores indicate greater concerns.off thesdurrent
research higher scores are not always better; it is preferable to haveteigtgls scores
and low concerns scores. Given that a cutoff score of 75 on the potentials and concerns
composites is normally considered as favorable, then, in the current study, aaisre th

greater than 75 for potentials and less than 75 for concerns would be favorable.
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The construct validity of GSNI was supported by factor analysis. Collitisyor
Strom, Strom, and Young (1991) conducted a study with responses from 2,012
inventories completed by grandparents, parents and children to determine whether the
underlying structure of the instrument fit the hypothesized dimensions suggtes
position of 60 items on six subscales.

The reliability of the GSNI was established with a sample of 98 grandparents,
each responding to the instrument twice with a six-week interval between
administrations. Internal consistency estimates of .93 and .93, respeestiadyobtained
for the potentials scale and .88 and .92 for the concerns scale. Subscale alphaowere al
in the favorable range (.82 to .93). Test-retest correlations range from .70 tonB5. Ite
analysis led to the revision of one item based on low item to total correlatiom(S
Strom, Collinsworth, & Young, 1991). Reliability was assessed again during an
intervention program with 760 grandparents, parents, and grandchild respondents. Alpha
coefficients from .90 to .93 were obtained for each subpopulation on their pre-test, 12
weeks later on the post-test and 12 weeks thereafter on a delayed post test atiamnistr
(Strom et al., 1991). Similar alpha coefficients were calculated in a cotinpastudy of
408 grandparents and 470 grandchildren, representing two generations drawn from White
and Black families (Strom et al., 1991). The potentials and concerns indexes for these
four subpopulations ranged from .91 to .95. In this study scores on the 6 subscale
measures were used each with a range of 10 to 40 points.

The FACES IV Package
The FACES IV package (see Appendix E) consists of three components: (1) the

Family Adaptability and Cohesion Evaluation Scales — Fourth edition (FACER)
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the Family Communication Scale (FCS), and (3) the Family Satisfactidée F&S5)
(Olson, Gorall, & Tiesel, 2007). The FACES IV contains a demographic profile sheet
which was used to collect background information. The Family Assessment Paakage
be completed by one or more family members.

The first component, the FACES 1V, is a questionnaire instrument with 42 Likert-
type items. It has been designed to measure two of the central components of the
Circumplex Model of Marital and Family Systems (Olson et al., 1979), which are
Cohesion and FlexibilityThe Circumplex Model is depicted in Figure 1. Both
components of the Circumplex Model are conceptualized along a continuum with the
optimal range of family functioning being the middle, and with family functionirteat
extreme ends of the continuum being less favorable. The curvilinear relationship that
exists between family Cohesion and Flexibility and favorable outcomesidy fa
members is more difficult to measure than variables with linear relatiortshigsily
outcomes. In the FACES 1V, the authors address this difficulty by meagaitgof the
low, middle, and high ends of the cohesion and flexibility continuum using separate
scales. The use of separate scales to measure the full range of the cotteBeonbdlity
dimensions is a development in the FACES IV compared to previous versions of the
measure, which have been criticized for inadequately assessing theddwgh ends of
the cohesion and flexibility continua (Olson et al., 2000). The balanced scalesaneasur
the middle range of the cohesion continuum and flexibility continuum and the unbalanced
scales measure the extreme ends of the cohesion continuum and flesoloibuum.

Cohesion is defined as the emotional closeness among family members (Olson,

2000). The author lists emotional bonding, boundaries, coalitions, time, space, friends,
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decision making, interests and reactions as traits that have to do with cohesion. The
cohesion continuum ranges from unbalanced and disengaged to unbalanced and
enmeshed. Specifically, the balanced cohesion scale consists of 7 itemertie# 1, 7,

13, 19, 25, 31, 37) designed to measure the extent to which a family is functioning in the
middle range of the Cohesion dimension, indicating a balance between separaigness a
togetherness. Examples of items on the balanced cohesion scale are: “Fanbirsne

are involved in each other’s lives,” “Family members feel very close to ehelf,aind
“Family members are supportive of each other during difficult times.” lkescoring

high on the balanced cohesion scale are labé&tegd Connectedamilies scoring in the
middle are labele@onnectedand families scoring low on this scale are labeled
Somewhat Connectedhen interpreting the balanced cohesion scale a linear relationship
between high scores and favorable outcomes is expected.

The extreme, maladaptive ends of the cohesion continuum are measured with the
unbalanced disengaged scale and the unbalance enmeshed scale. The unbalanced
disengaged scale is composed of 7 items (i.e., items # 3, 9, 15, 21, 27, 33, 39) that are
designed to measure the extent to which family members are disconnect@hé&om
another emotionally. Examples of items on the unbalanced disengaged scale include:
“We get along better with people outside our family than inside,” “Family beesnrseem
to avoid contact with each other when at home”, and “Family members feel closer to
people outside the family than to other family members.” The Unbalanced Enmeshed
scale is composed of 7 items (i.e., items # 4, 10, 16, 22, 28, 34, and 40) that measure the
extent to which family members rely too heavily on one another. Items from the

unbalanced enmeshed scale include: “We spend too much time together,” “Family
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members feel pressured to spend most free time together,” “Family mseanbdoo
dependent on each other.” When interpreting the unbalanced cohesion scales an inverse,
but linear relationship with favorable family outcomes is expected.

Flexibility is defined as the capacity for change in a family’sléeship, roles,
and relationships (Olson, 2000). The balanced flexibility scale is designezhtura the
extent to which a family is functioning well, or in the middle range of fléigbiSpecific
family traits that are related to balanced flexibility are leadprstyle such as control and
discipline, negotiation styles, role relationships, and relationship rules. dlfiesion,
flexibility is measured along a continuum, with flexibility rangimgrh unbalanced and
chaotic to unbalanced and rigid. The balanced flexibility scale consist$enh3 i
designed to measure the extent to which family members balance cowysgténbe
need to change with the changing needs of the family system. For examge, item
include: “Our family tries new ways of dealing with family’s problemdhé parents
check with the children before making important decisions in this family,” anddi@hi
have a say in their discipline.” Families scoring high on this scale aredabeig
Flexible, and families scoring low are label8dmewhat FlexibJeand families in the
middle are labele&lexible When interpreting the balanced flexibility scale, direct and
linear relationships between high scores on the balanced flexibility schfgoaitive
outcomes are expected.

The extreme ends of the flexibility continuum are measured with the unbedlanc
chaotic scale, and the unbalanced rigid scale. The Unbalanced rigid scalpasedmf
7 items (i.e., items # 5, 11, 17, 23, 29, 35, 41) and measures the extent to which family

members resist changing roles, relationships and rules. Examples oihittuds:



80

“There are strict consequences for breaking the rules in our family,t€Tdre severe
consequences when a family member does something wrong,” and “This family has a
rule for almost every possible situation.” The unbalanced chaotic scale sah§ist
items (i.e., items # 6, 12, 18, 24, 30, 36, 42) and is a measure of the family’s lack of
leadership, rules, and organization. Examples of items from the unbalanced a#etic s
include: “We never seem to get organized in our family,” “We need more rules in our
family,” and “Things do not get done in our family.” When interpreting the unbath
flexibility scales, an inverse, but linear relationship with family outcoimegpected.

The FACES IV package includes an answer sheet and an EXCEL program to
facilitate tracking and scoring of subjects’ responses. The EXCEL progka® ¢ach
item response and sums them for each of the 6 scales measuring the full range of
cohesion and flexibility. Raw scores for each scale are converted to fjersentes
using the percentile conversion chart. A cohesion ratio score, a flexrhatityscore, and
a total ratio score can also be calculated and used as a composite. The flomtlas
ratio scores are a ratio of balanced to unbalanced scores for each dimedduntlze
measure overall.
Cohesion Ratio = Balanced Cohesion / (Disengaged + Enmeshed/2)
Flexibility Ratio = Balanced Flexibility / (Rigid + Chaotic/2)
Total Ratio = Balanced Cohesion + Balanced Flexibility / (Bgsgyed + Enmeshed + Chaotic +
Rigid/2)

The lower the ratio score, the more unbalanced the system, converselghtre hi

the ratio score, the more balanced the system. Ratio scores are usehsitzsnp

however, the balanced to unbalanced ratios do not provide information about the source
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of the Unbalanced functioning. Specifically, if a family has a low cohestanseore, it

will be unclear whether they endorsed items on the unbalanced disengaged codlesor
unbalanced enmeshed scale, and if a family has a low flexibility ratie,stwaiill be

unclear whether they endorsed items on the unbalanced rigid scale or on the unbalanced
chaotic scale.

Psychometric data on the FACES IV supports its use. Olson, Gorall, &Tiesel
(2007) conducted a reliability and validity study for the FACES IV. The authesais
convenience snowball sample from the metropolitan area. One hundred and twenty four
students were recruited and encouraged to get family friends, and anyone theg kne
participate. By this method the 124 students yielded 487 respondents. Using data from
this study, concurrent and discriminate validity was established through csompaith
3 widely used family assessment instruments (i.e., Self Report FamitytdnyeFamily
Assessment Device, and the Family Satisfaction Scale). Correlatioveebehe FACES
IV scales and the validation scales were relatively high with the “Bedfrscales highly
correlated with the validation scales (range = .63 to .88) and the “Unbalanced” scales
negatively correlated with the validation scales ranging from -.58 to -.82 (eanh®les
Enmeshed scale and the Rigid scale). An alpha reliability analysisomndscted to
examine the internal consistency of the six scales. Results of the Al@lditglanalysis
of the six FACES IV scales are as follows: Disengaged = .87, Enmeshed = i@'% Rig
.83, Chaos = .85, Balanced Cohesion =.89, Balanced Flexibility = .80.

The Family Communication Scale (FCS) is the second of the FACES IV package.
Family communication is defined as the act of making information, ideas, thoughts, and

feelings known among members of a family unit. Family communicationnearli
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variable and ranges from poor to very effective (Olson & Barnes, 2004). The FCS
consists of 10 Likert-type items and is scored by adding the responses so shat the
will be between 10 and 50. Raw scores can be interpreted as follows: scores of 40-50
suggest that family has very good family communication; scores of 35-39 stiggest
family generally has good family communication; scores of 25-34 suggesaitigt has
some good aspects in communication, but also some areas could improve; and scores of
10-24 suggest that family needs to talk more with each other about how to improve
communication. The Family Communication Scale is based on the Parent anccéwioles
Communication Scale (PACS), a widely used measure in family resealch wit
established validity (Barnes & Olson, 1985). The authors collected information on the
scale’s reliability using a national sample of 1,841 individuals and found the internal
consistency reliability of the scale is .88.

The Family Satisfaction Scale (FSS) is the third component of the FACES |
package. The FSSis a 10 item, Likert-type scale that is designed ®fassigs
member’s satisfaction with the other dimensions of the family assessnckagpathat
is, communication, cohesion, and flexibility levels. The FSS has been used extansively
research, most frequently in conjunction with one of the FACES instruments (Olson et
al., 2007). There is also good evidence for reliability. Based on a sample of 1,253 family
members, the 10 item family satisfaction scale has an alpha reliabilit¥ (@l€on,
1995). Based on a sample of 1,253 family members, the mean score for the scale is 33.4
and standard deviation is 7.5. When scoring the Family Satisfaction Scakeytheores
will be between 10 and 50. Scores are interpreted as follows: scores of 40-50 thaggest

family members are very happy about their family, scores of 35-39 suggestntiiigit f
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members are generally happy about their family; scores of 25-34 suggéairtia

members are somewhat happy about their family; scores of 10-24 suggeshilyat fa
members are unhappy about their family. The FACES IV was developed and normed for
members of the immediate family and not extended family members like grantipa
research has not been done on grandparents as reporters of family functioning.
Diagnosis: Typically developing, High Functioning Autism (HFA)/Asperger’'s Syndrome
(AS), Autistic Disorder (AD)

During recruitment, mothers and grandmothers were asked if their griahoichi
child was diagnosed with ASD or was typically developing. Surveys for mothers and
grandmothers of children with ASD contained a question asking for child’s specifi
diagnosis (High Functioning Autism/Asperger’'s Syndrome, Autistic Desgother) and
time since diagnosis. Surveys for grandmothers and mothers contained a qukstgn as
for any other diagnoses (e.qg., attention deficit disorder, mental retardasioal, vi
Impairment, hearing impairment, orthopedic impairment).

Background Measures

The GSNI and the FACES IV contain questions about background information
pertaining to grandchildren, grandparents, and parents. Grandchildren’s background
variables were grandchildren’s age, gender, disability, and time since dgegnosi
Grandparents’ variables were grandparents’ age, geographical distance fro
grandchildren’s home, race, religion, marital status, employment status,
education level, income level, time spent with grandchildren per month, and frequency of
care-giving. Parents’ variables were parents’ age, race, religion, Instattss,

employment status, education level, and income. This information was used to describe
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the sample accurately. When these variables had significant varianceimgdilcat they
might be significant predictor variables of the dependent variables, theyadasd to
the models as control variable. See Table 1 for how these variables were coded and for
means, percentages and ranges
Procedure

Dyads, each containing a grandmother and mother of a child with ASD, and
dyads, each containing a grandmother and mother of a typically develodoh{sekei
above for additional selection criteria), were recruited via an email acemant (see
Appendix F). The recipients of this announcement were members of a national listse
that is maintained by an organization that supports and advocates for familiddrehchi
with ASD. The announcement stated the purpose of the study, gave eligibilityadater
participation, and provided contact information with the name, telephone number, and
University affiliation of the principal investigator. Both types of dyagtarfidmother and
mothers of children with ASD/grandmothers and mothers of children who are lypical
developing) were recruited with this announcement

When mothers or grandmothers contacted the principal investigator to say that
they were interested in or willing to be in the study, the principal investigataiesgl
the details of the study further and inquired whether the family containetl avithi
ASD or a typically developing child. If the family had a child with ASD, theyewer
placed in the research group. If the family had a typically developing) @hd did not
have a child with ASD, they were placed in the comparison group. The principal
investigator then shared that one of the research goals was to collect irdorfraati

mother/grandmother dyads (pairs of mothers and grandmothers from the salyle fami
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To that end, grandmothers were asked if their grandchild’s mother would be intemested i
also completing a survey. Mothers were asked if their child’s grandmothemglsor
maternal) would be interested in also completing a survey. In most caskersrantd
grandmothers put the principal investigator in contact with the other part of tthe dya
Mothers and grandmothers who felt that the other member of the dyad would not have
the time or interest in participating in the study were nevertheless inviteahplete a
guestionnaire. Although not specifically targeted, dyads containing a mathar a
grandmother of a child older than 14 years or younger than 6 years, and dyads gpntainin
a grandmother who lived more than 50 miles from the study child expressed interest in
completing surveys; they too were allowed to complete questionnaires.
Research subjects were given a choice to have the survey instrument packages

sent to one address (e.g., the mother’s or the grandmother’'s home addressatalgepa
to the mothers’ and grandmothers’ respective homes. Research subjectswegreen
the option of meeting with the principal investigator and completing the surveys in
person.

The grandmothers’ packet included the consent form (see Appendix G), and the
appropriate version of th@randparent Strengths and Needs Inventory (GSThie
mothers’ packet included the same consent formE-#meily Adaptability and Cohesion
Evaluation Scale Package (FACES IV Packagrll the appropriate version (see below)
of theGrandparent Strengths and Needs Inventory-Parent Form (GSNI-P).

In the parent form of the GSNI (adapted by the principal investigator), for both
the research group and the comparison group, mothers were instructed to think of a

specific grandmother, the grandmother that then got the parallel form of the &feNI
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this grandmother’s relationship to the study child. In the grandparent form GE&iNé

(also adapted by the principal investigator), for both the research groupeand t
comparison group, grandmothers were instructed to think about their relationghé wit
specific grandchild as they completed the survey. If the study child had ASD,
grandmothers and mothers reported on the grandmothers’ relationship with thenchild.
addition, if the study child had ASD, mothers and grandmothers answered questions
about the child’s current specific diagnosis within the autistic spectrunglbasyhow

much time had elapsed since diagnosis. If the study child did not have ASD, mothers and
grandmothers were asked if the child had been diagnosed with another disability, and i
so, they were asked for the child’s diagnosis.

Grandmothers and mothers returned completed surveys in the pre-stamped and
pre-addressed envelope provided. All identifying information was kept sefraratéhe
responses. The principal investigator scored surveys and maintained reaudtsmputer
database. Original protocols were held in a locked file cabinet at the homeanbatri
investigator.

Research Hypotheses

Research suggests that experiences of grandparents with ASD graedaimiér
be different from experiences of grandparents with typically developing driiéo.
Also, family functioning may play a role in grandparents’ experierinesder to answer
the proposed research questions the following hypotheses were proposed.

The first research question is, whether or not mothers and grandmothers agree
about grandmothers’ experiences. Previous research suggests that when oldeapdrsons

younger persons are asked to rate the same situation, older generaticstsrtbnbave
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a more positive outlook than younger generations, a tendency known as generational
stake. Therefore, we expect grandmothers’ report of her own strengthseaisdoreas
good as or better than mothers’ report of grandmothers’ strengths and needs.
HO1: Reporter Effect
(a) Grandmothers’ report of her strengths and needs as reported by the si>oscale
the GSNI will be as good as or better than mothers’ report of grandmothers’
strengths and needs (as measured by Grandparent Satisfaction, Grandpare
Success, Grandparent Teaching, Grandparent Frustration, Grandparenttiiffi
and Grandparent Information Needs scales of the GSNI) (Strom et al., 1993).
The second research question is whether or not the experiences of grandparents
with typical developing grandchildren differ from grandparents of grandchildit
ASD. We should expect based on research that because grandchildren’s disability i
stressor on the family, grandmothers’ potentials will go down and grandmothers’
concerns will go up with severity of ASD Diagnosis.
HO2: Diagnosis
(a) With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will be less satisfied with their role as a grandmothere@sured
by the Grandparent Satisfaction scale of the GSNI) (Strom et al., 1993).
(b) With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will feel less successful in their role as a grandmotheegasned

by the Grandparent Success scale of the GSNI) (Strom et al., 1993).



88

(c) With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will be less likely to mentor their grandchild (as measurée by t
Grandparent Teaching scale of the GSNI) (Strom et al., 1993).

(d) With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will have less tolerance for their grandchild’s behavior (as
measured by the Grandparent Frustration scale of the GSNI) (Stronil683).,

(e) With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will feel their role is more challenging (as measured by the
Grandparent Difficulties scale of the GSNI) (Strom et al., 1993).

() With increased severity of autism diagnosis (typically developing, HBAAD),
grandmothers will need more information about their grandchild’s development
(as measured by the Grandparent Information Needs scale of the G$dit) €5t
al., 1993).

The third research question is whether family functioning impacts on
grandmothers’ experiences. Research suggests that optimal levels obrcothesbility,
communication, and satisfaction will be associated with better outcomes for
grandmothers (Turnbull & Turnbull, 1990). In other words, balanced cohesion, balanced
flexibility, high levels of communication and high levels of satisfactioh lvélassociated
with increased grandmothers’ strengths and decreased grandmothersCoeeessely,
suboptimal levels of family functioning are expected to lead to decreasegtistasil
increased needs. In other words, unbalanced cohesion, unbalanced flexibility, lsw leve
of communication, and low family satisfaction will be associated with desateas

grandmothers’ strengths and increased grandmothers’ needs.
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HO3: Family Functioning, Cohesion

(a) As family cohesion (as measured by the Unbalanced Enmeshed scale, the
Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
IVV) (Olson et al., 2007) approaches optimal levels, grandmothers will be more
satisfied with their role as a grandmother (as measured by the Grandparent
Satisfaction scale of the GSNI) (Strom et al., 1993).

(b) As family cohesion (as measured by the Unbalanced Enmeshed scale, the
Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
IVV) (Olson et al., 2007) approaches optimal levels, grandmothers will be feel
more successful in their role as a grandmother (as measured by the Graindpare
Success scale of the GSNI) (Strom et al., 1993).

(c) As family cohesion (as measured by the Unbalanced Enmeshed scale, the
Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be more
likely to mentor their grandchild (as measured by the Grandparent Teachiag sc
of the GSNI) (Strom et al., 1993).

(d) As family cohesion (as measured by the Unbalanced Enmeshed scale, the
Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
IVV) (Olson et al., 2007) approaches optimal levels, grandmothers will have more
tolerance for their grandchild’s behavior (as measured by the Grandparent
Frustration scale of the GSNI) (Strom et al., 1993).

(e) As family cohesion (as measured by the Unbalanced Enmeshed scale, the

Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
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IV) (Olson et al., 2007) approaches optimal levels, grandmothers will see their
role as less challenging (as measured by the Grandparent Diffscsidtale of the
GSNI) (Strom et al., 1993).

() As family cohesion (as measured by the Unbalanced Enmeshed scale, the
Unbalanced Disengaged scale, and the Balanced Cohesion scale of the FACES
IV) (Olson et al., 2007) approaches optimal levels, grandmothers will less likel
to need more information about their grandchild’s development (as measured by
the Grandparent Information Needs scale of the GSNI) (Strom et al., 1993).
HO3: Family Functioning, Flexibility

(a) As family flexibility (as measured by the Unbalanced Rigid s¢hkeUnbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)
approaches optimal levels, grandmothers will be more satisfied with alers a
grandmother (as measured by the Grandparent Satisfaction scale of the GSNI
(Strom et al., 1993).

(b) As family flexibility (as measured by the Unbalanced Rigid s¢hkeUnbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)

approaches optimal levels, grandmothers will be feel more successful iroteeir

as a grandmother (as measured by the Grandparent Success scale of the GSNI)

(Strom et al., 1993).
(c) As family flexibility (as measured by the Unbalanced Rigid s¢hke Unbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)

approaches optimal levels, grandmothers will be more likely to mentor their
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grandchild (as measured by the Grandparent Teaching scale of the GSih) (Str
et al., 1993).

(d) As family flexibility (as measured by the Unbalanced Rigid s¢hke Unbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)
approaches optimal levels, grandmothers will have more tolerance for their
grandchild’s behavior (as measured by the Grandparent Frustration stede of t
GSNI) (Strom et al., 1993).

(e) As family flexibility (as measured by the Unbalanced Rigid s¢hke Unbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)
approaches optimal levels, grandmothers will see their role as lesngnadl (as
measured by the Grandparent Difficulties scale of the GSNI) (Straim &093).

(H As family flexibility (as measured by the Unbalanced Rigid sch&lUnbalanced
Chaotic scale, and the Flexibility scale of the FACES 1V) (Olson g2@07)
approaches optimal levels, grandmothers will be less likely to need more
information about their grandchild’s development (as measured by the
Grandparent Information Needs scale of the GSNI) (Strom et al., 1993).

HO3: Family Functioning, Communication

(a) As family communication (as measured by the Communication scale of the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
more satisfied with their role as a grandmother (as measured by the &rartidp
Satisfaction scale of the GSNI) (Strom et al., 1993).

(b) As family communication (as measured by the Communication scale of the

FACES 1IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
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feel more successful in their role as a grandmother (as measured by the
Grandparent Success scale of the GSNI) (Strom et al., 1993).

(c) As family communication (as measured by the Communication scale of the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
more likely to mentor their grandchild (as measured by the Grandparent Teaching
scale of the GSNI) (Strom et al., 1993).

(d) As family communication (as measured by the Communication scale of the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will
have more tolerance for their grandchild’s behavior (as measured by the
Grandparent Frustration scale of the GSNI) (Strom et al., 1993).

(e) As family communication (as measured by the Communication scale of the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will see
their role as less challenging (as measured by the Grandparent Bifficalé of
the GSNI) (Strom et al., 1993).

(H As family communication (as measured by the Communication scale of the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will les
likely to need more information about their grandchild’s development (as
measured by the Grandparent Information Needs scale of the GSNiy S&ted.,
1993).

HO3: Family Functioning, Family Satisfaction
(a) As family satisfaction (as measured by the Family Satisfactiale ®f the

FACES 1IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
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more satisfied with their role as a grandmother (as measured by the &rartdp
Satisfaction scale of the GSNI) (Strom et al., 1993).

(b) As family satisfaction (as measured by the Family Satisfactiale ®f the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
feel more successful in their role as a grandmother (as measured by the
Grandparent Success scale of the GSNI) (Strom et al., 1993).

(c) As family satisfaction (as measured by the Family Satisfactiale ®f the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will be
more likely to mentor their grandchild (as measured by the Grandparent Teaching
scale of the GSNI) (Strom et al., 1993).

(d) As family satisfaction (as measured by the Family Satisfactiale ®f the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will
have more tolerance for their grandchild’s behavior (as measured by the
Grandparent Frustration scale of the GSNI) (Strom et al., 1993).

(e) As family satisfaction (as measured by the Family Satisfactiale ®f the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothers will see
their role as less challenging (as measured by the Grandparent Bifficalé of
the GSNI) (Strom et al., 1993).

(N As family satisfaction (as measured by the Family Satisfactiae st the
FACES IV) (Olson et al., 2007) approaches optimal levels, grandmothersssill le
likely to need more information about their grandchild’s development (as
measured by the Grandparent Information Needs scale of the GSNiy Sted.,

1993).
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CHAPTER IV
Results
The purpose of this chapter is to explain the results of the current study. First the
data analysis procedures are described, including how the database was @tiorcture
dyadic analysis, how missing data were handled, and what statisticalesnabre used.
Next the results of the study are presented.
Data Analyses

Structuring Data for Dyadic Analysis

In order to study these hypotheses, data were collected from dyads containing a
grandmother and a mother. Each mother provided information regarding her immediate
family’s nuclear family functioning and her perspective of a specifiocdyrthers’
behavior. Each grandmother provided a corresponding self-report of her own behavior.
Observations between each mother and grandmother are not independent and as such
they need to be treated as nested data with the unit of observation being theestygd (K
Kashy, & Cook, 2006).

Kenny et al. (2006) provide guidelines for structuring the database and analyzing
data that are collected from dyads. Following these guidelines, a dateéssreated
such that the responses of each mother and each grandmother were entertetysepara
When mothers were the sole respondent on measure, as was the case for the FACES IV
these responses were assumed to be a property of the dyad and entered for both mother
and grandmother. Each grandmother/mother dyad was assigned an identification number

allowing the dyad to be the unit of analysis. For further elaboration on structuging t
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database for dyadic analysis and for identifying types of variablearéhatest suited for
dyadic analysis, the reader is referred to Kenny et al. (2006).
Missing Data

Missing data tend to be a problem in social science research. In this ddtdaset
were missing because individual mothers and grandmothers did not answer every
guestion and because several dyads 16) were partially observed (either grandmother
or mother failed to return a completed questionnaire).

A decision about how to handle missing data should be based on the type of
missing data. Data can be missing for several reasons: Missing CompalefRandom
(MCAR), Missing At Random (MAR), and Missing Not At Random (MNAR) (Collins et
al., 2001). Some examples of MCAR occur when people skip pages or questions
unintentionally, or forget to return surveys. When data are MAR, there is a rational
reason for missingness that can be identified and measured. For exaanae)a@hers
of nonverbal grandchildren with autism may find some items do not apply to their
situation and leave them blank; in this case, level of disability would be a maasura
cause of missingness. When data are MNAR, the missingness of informaties t@lan
unobserved and unmeasured variable.

As stated above, a missing data strategy should be based on the kind of
missingness present; however, it is often hard to know what kind of missingness holds in
a particular data set. For example, in the current data set, it is uncktaewtlyads are
partially observed because of MCAR or MAR. Collins et al. (2001) suggest that when the
type of missingness is unknown, then it is preferable to assume that dataRréJNbrer

this condition, as well as when sample sizes are small (as in the current istodgin,
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inclusive strategies such as multiple imputation procedures (MI) anidnonax

likelihood (ML) estimates are better than traditional approaches (Cdilais2001).

When samples are small or when data are MAR rather than MCAR, excluateg)ists

(e.q., listwise deletion) or traditional strategies (e.g., mean sulmtjtproduce biased
estimates, distorted statistical power, and invalid conclusions (Collins 20@1). Given

that we do not know what kind of missingness are present, and given that the sample is
small so that we want to preserve cases, an inclusive approach such as multiple
imputation is preferred.

In multiple imputation, values for missing data are estimated according to
repeated analyses of imputed data sets (data sets with missing valnateddbased on
partially observed data; Collins et al., 2001). In this study, 20 such data setseateel
(this is generally considered a sufficient number of imputations to arrieéadile
estimates). The 20 data sets are effectively stacked on top of each othat is mow
considered the imputed databaNe=(168 x 20 = 3,360; Dyad = 84 x 20 = 1,680).

Finally, data analyses are carried out across all 20 data sets.

While the MI approach to handling missing data is useful, it is not as definitive as
it would be if one had a single, complete data set. Rather, a range of analyses are
conducted on the incomplete data sets and the answers are pooled to end up with an effec
estimate with the least amount of error. For further elucidation on choosingrayiag
out missing data strategies, please see Acock (2005) and Collins et al. (2001). The
multiple imputation did a good job recovering the information and the relative
efficiencies were all above .95. In this case, it was preferable to uspleuttputation

than to use another missing data procedure, because multiple imputation enabled this
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researcher to preserve partially observed cases, whether they wiatty pdoserved
because mother or grandmother did not reply, or because mother or grandmatier stat
that a question did not apply, or because mother or grandmother left an answer blank.
Mixed Effects Modeling

The imputed datasel€3,360, DyadN = 1,680) was analyzed using mixed
effects modeling (PROC MIXED) using SAS software. Several vackgl variables
were included in the models to control for their effects. These variableswamizer of
grandchildren, time spent together, grandchildren’s gender, lineage of graednaotd
grandmothers’ age. Grandchildren’s age, geographical distance bet@edmgthers
and grandchildren, and time since diagnosis were excluded from the current analysis
Grandchildren’s age and geographical distance were excluded because these were
selection criteria variables and so they varied very little. Time sliagmosis was
excluded because it is a variable that cannot be measured for the typical dem¢lopm
group. Time since diagnosis varied only slightly because it is associated wit
grandchildren’s age, which was a selection criteria variable.

Prior to running this procedure, the independent or predictor variables were
centered and standardized to simplify interpretation of the beta weigletgocesl
predictor variables with greater than two categories (e.g., number othianen) were
centered and continuous predictor variables (e.g., cohesion) were standardized. The
dependent variables (e.g., grandmothers’ satisfaction, grandmothers’ juaressot
centered or standardized.

Because this was a dyadic analysis and because we were interesteyimg shed

effect of reporter, it was necessary to fit two models, the null model and the full mode
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for each dependent variable (the six scores on the GSNI). The null model included only
the dyad indicator, while the full model included all covariates (grandmothers’ naiber
grandchildren, amount of time grandmothers spend with study child, study child’s
gender, and grandmother’s age), and the eight predictor variables (diagnasiisass w

the FACES IV package scales: balanced cohesion, unbalanced enmeshed, eshbalanc
disengaged, balanced flexibility, unbalanced rigid, unbalanced chaotic, cocatmmi

and satisfaction).

With mixed models there are two levels of variation. The first level isetred |
where individual variation occurs and the second level is the level of the dyad. There ar
two kinds of variables that correspond to these two levels, for individual level variables
values vary within and between the dyad and for dyad level variables, values yary onl
between dyads. Age is an example of an individual level variable. Examples oédghd |
variables are diagnosis and each of the family systems’ variables; ranther
grandmother in a dyad have the same value on these variables. One reason for using
mixed models is that it allows us to analyze data from dyads where the dependent
variable will be an average of the dyad. As researchers are inidrebtev much of the
variation in the dependent variable is explained by individual level predictors and how
much is explained by family level predictors. In order to make optimal use ofl mixe
models it is useful to have individual level variables and dyad level (group level)
variables in the model.

The intraclass correlation (see Table 2), is defined as a proportion otweehe
dyad variance to total variance (between and within). In considering @&Hh€ null

model was used as a baseline with the full model used as a comparison. Across all
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dependent variables, the full model ICC is lower than the null model ICC, meaaing th
the proportion of between dyad to total variance (between plus within) of the full model
is lower than the proportion of between dyad to total variance of the null model. This
shows that the predictor variables are explaining at least some of therbdiyaee

variation. The full model ICC is showing what proportion of the variance betweels dy

is left unexplained after the predictors have done their work. In the casesth@ean,

the null model (ICC = .60) and the full model (ICC = .44), shows that the full model is
accounting for some but not all of the between dyad variance. See Table 2 foowalues
each of the dependent variable. The level 2 model is always bigger than level 1 ecause
is easier to make predictions about dyads than individuals. R*2 in the .30s is standard for
social science research.

Level 1 R"2 and Level 2 R"2 gives a comparison of the fitted model (the full
model) with null. Level 1 R"2 tells how much of the level 1 variance is explaineceby th
model, and Level 2 R2 tells how much level 2 variance is explained by the model. R2
comparing the full model to the null model at level 1 and then at level 2.

For ease of interpretation of the main study variable (i.e., diagnosis); Eites
(ES) were calculated for the effect of diagnosis on grandmothers’ tsegngd needs
(see Table 3). Effect sizes for family systems variables were notatelt because

family systems variables were standardized.
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Table 2

Summary R"2 Information

Variable Level 2 Levell Level2 Levell ca ICC Level 1IR? Level R
Variance Variance Variance Variance
Full Full Null Null Full Null
Difficulty 3.69 15.20 12.79 15.52 - 0.20 0.45 0.33 0.45
Frustration 8.18 8.36 12.67 8.90 - 0.49 0.59 0.23 0.28
Infoneeds 9.89 27.52 26.47 28.99 - 0.26 0.48 0.33 0.42
Satisfaction 6.68 8.62 13.90 9.41 - 0.44 0.60 0.34 0.41
Success 2.50 18.90 4.24 20.73 - 0.12 0.17 0.14 18 0.
Teaching 8.69 23.46 13.60 27.69 - 0.27 0.33 0.22 0.26
Results

Background Variables Effects

The results of the mixed effects models can be viewed in Table 3. With regard to
time spent, the variable in this study measuring amount of time spent between
grandmother and grandchild, was a significant predi@er 1.88,p < .01) of
grandmothers’ satisfaction, a measure of grandmothers’ good feelings abmié lzes
grandparent, indicating that for every 1 category shift in time spent togétder ig a
1.88 point increase in grandmothers’ satisfaction. Time spent was also eaignif
predictor B = 1.20,p < .05) of grandmothers’ success, a measure of grandmother’s
feeling good about her ability in her role as grandmother, indicating that fgrkver
category shift in time spent there is a 1.20 point increase in grandmothersssWaé
regard to grandmothers’ needs, time spent was a significant pre@ictef (32,p < .05)
of grandmothers’ difficulty, a measure of the extent to which grandmothers exgerie
their role as difficult, such that for every 1 category shift in time spent iharé.32

point decrease in grandmothers’ difficulty.
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Previous research also suggests that grandmothers with more grandchildren may
have more strengths and fewer needs as they have more experience. Thisibypaghes
also supported in the current research. Specifically with regard to a decrease i
grandmothers’ needs; grandmothers’ number of grandchildren was a significhatopre
(B =-.70,p < .05) of grandmothers’ frustration, indicating that for every increase in the

number of grandchildren, there is a -0.7 point decrease in grandmothers’ frustration.
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Table 3
Mixed Effects Model Results by GSNI Scales (Imputed n = 168 x 20 = 3360; Imputed

Dyad n = 84 x 20 = 1680 Dyads)

Parameter B SE Pr > |t
Satisfaction
Intercept 35.54 1.40 <.0001
Number of grandchildren (c) 0.12 0.28 0.67
Time spent (c) 1.88*** 0.53 0.00
Reporter -0.54 0.51 0.29
Child’s gender 0.91 0.91 0.32
Lineage -0.52 1.59 0.74
Grandmother’s age (S) 0.00 0.51 0.99
Diagnosis -2.10%xx 0.59 0.00
Communication (s) -0.74 0.78 0.34
Cohesion (s) -0.32 0.80 0.69
Flexibility (s) 0.38 0.55 0.49
Disengaged (s) 0.21 0.75 0.78
Enmeshed (s) 1.24* 0.48 0.01
Rigid (s) 0.58 0.49 0.24
Chaotic (s) -1.150 0.62 0.07
Family Satisfaction (s) 0.78 0.94 0.41

***p<.001, **p<.01, *p<.05, *p<.10
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Parameter B SE Pr > |t|
Success
Intercept 35.81 1.52 <.0001
Number of grandchildren (c) -0.21 0.26 0.41
Time spent (c) 1.20* 0.53 0.03
Reporter -1.65* 0.71 0.02
Child’'s gender 0.34 0.89 0.71
Lineage -0.54 1.59 0.74
Grandmother’s age (S) -0.35 0.48 0.47
Diagnosis -0.92 0.67 0.17
Communication (s) -0.95 0.80 0.24
Cohesion (s) 0.83 0.67 0.22
Flexibility (s) -0.54 0.62 0.39
Disengaged (s) 0.52 0.67 0.44
Enmeshed (s) 1.12% 0.43 0.01
Rigid (s) 0.08 0.47 0.86
Chaaotic (s) -0.82 0.59 0.17
Family satisfaction (s) 1.36 0.85 0.11
Teaching
Intercept 35.65 1.85 <.0001
Number of grandchildren (c) -0.41 0.33 0.21
Time spent (c) 2.06*** 0.67 0.00

***p<.001, *p<.01, *p<.05, *p<.10



Table 3(continued)

Parameter B SE Pr > |t|
Teaching(continued)
Reporter -2 47 0.83 0.00
Child’s gender 0.38 1.27 0.77
Lineage -0.92 2.04 0.65
Grandmother's age (s) -0.01 0.63 0.99
Diagnosis -1.77n 0.93 0.06
Communication (s) -2.53* 1.07 0.02
Cohesion (s) 0.15 1.02 0.88
Flexibility (s) 0.57 0.81 0.48
Disengaged (s) -0.01 0.89 0.99
Enmeshed (s) 1.377 0.71 0.06
Rigid (s) 0.98 0.65 0.13
Chaaotic (s) -0.96 0.90 0.29
Family satisfaction (s) 2.23* 1.13 0.05
Frustration
Intercept 18.44 1.61 <.0001
Number of grandchildren (c) -0.70** 0.26 0.01
Time spent (c) 0.16 0.56 0.77
Reporter 0.27 0.54 0.63
Child’s gender -1.78 1.08 0.10
Lineage -2.01 1.56 0.20
Grandmother’s age (S) 0.24 0.45 0.59

***p<.001, **p<.01, *p<.05, *p<.10
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Table 3(continued)

Parameter B SE Pr > |t|

Frustration(continued)

Diagnosis -0.27 0.64 0.67
Communication (s) -1.55* 0.77 0.04
Cohesion (s) 0.39 0.74 0.60
Flexibility (s) 0.05 0.47 0.91
Disengaged (s) -0.92 0.63 0.15
Enmeshed (s) -1.08" 0.60 0.07
Rigid (s) 0.82 0.50 0.10
Chaotic (s) 1.26* 0.58 0.03
Family satisfaction (s) -0.07 0.73 0.93
Difficulty

Intercept 13.85 1.74 <.0001
Number of grandchildren 0.18 0.24 0.45
Time spent (c) -1.32* 0.55 0.02
Reporter 0.49 0.71 0.49
Child’s gender -0.44 0.92 0.63
Lineage 1.43 1.50 0.34
Grandmother's age (s) 0.29 0.44 0.52
Diagnosis 2.54%** 0.59 <.0001
Communication (s) 0.35 0.71 0.62
Cohesion (s) -0.02 0.71 0.98

***p<.001, *p<.01, *p<.05, *p<.10
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Parameter B SE Pr > |t|
Difficulty (continued)
Flexibility (s) 0.15 0.59 0.79
Disengaged (s) 1.08n 0.60 0.07
Enmeshed (s) -1.68*** 0.48 0.00
Rigid (s) 0.51 0.45 0.26
Chaaotic (s) 1.14n 0.60 0.06
Family satisfaction (s) -0.65 0.76 0.39
Information Needs
Intercept 18.85 2.27 <.0001
Number of grandchildren (c) 0.11 0.31 0.71
Time spent (c) -1.09 0.87 0.22
Reporter -1.18 0.91 0.20
Child’'s gender -1.87 1.36 0.17
Lineage 1.44 2.10 0.50
Grandmother’s age (S) -0.26 0.62 0.67
Diagnosis 1.63* 0.85 0.05
Communication (s) -1.76 1.09 0.11
Cohesion (s) 0.23 1.13 0.84
Flexibility (s) 0.98 0.76 0.20
Disengaged (s) 0.04 0.96 0.97
Enmeshed (s) -1.06 0.81 0.19

***p<.001, **p<.01, *p<.05, *p<.10
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Table 3(continued)

Parameter B SE Pr > |t|

Information Needg¢continued)

Rigid (s) -0.10 0.70 0.89
Chaotic (s) 2.34xxx 0.72 0.00
Family satisfaction (s) -1.03 1.27 0.42

***p<.001, *p<.01, *p<.05, *p<.10

Reporter Effect

Previous research suggests that mothers’ reports will be as good as or worse tha
grandmothers’ report (Aquilino, 1999; Lynott & Roberts, 1997). The tendency for the
older generation to provide more favorable, optimistic reports than younger gamerati
when reporting on the same phenomenon, is well documented in the literature. In order
to test the hypothesis that mothers’ report and grandmothers’ reportffeil| the
reporter effect (0 grandmother reportl =mother report was used (see Table 3). The
reporter effect is a summary of the dyad level deviation score betweemgpters’
report and mothers’ report of each of the dependent variable scales. In the tudsent s
the deviation between mothers’ report and grandmothers’ report was sighfc the
grandmothers’ success scale and the grandmothers’ teaching scalec&lyecéporter
was a significant predictoB(= -1.65,p < .05) of grandmothers’ success, indicating that
for every 1 category shift in reporter (from grandmothers’ report to motieeist)
there is 1.65 decrease in grandmothers’ success. Reporter was easigpifedictor® =

-2.47,p < .05) for grandmothers’ teaching, indicating that for every 1 categotyirshif
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reporter (O=grandmothers’ report, 1=mother report), there is a 2.47 point dearease i
grandmothers’ teaching. In both findings, mothers’ report is less favorahle tha
grandmothers’ report. The effect of reporter was not significanh&rdmaining several
scales including grandmothers’ satisfaction, grandmothers’ diffiogtndmothers’
frustration, and grandmothers’ information needs, indicating that mothers’'s eypokt
grandmothers’ reports of grandmother behavior is often similar.
Diagnosis Effect

Previous research shows that disabilities are stressors on the faoripyH&
Seligman, 1991), and so it is expected that with increased severity of disability
grandmothers’ strengths will decrease and grandmothers’ needs widsacre

Sample size, average values, standard deviations and effect sizes foirteach
dependent variables (grandmothers’ satisfaction, grandmothers’ success,agnansim
teaching, grandmothers’ difficulties, grandmothers’ frustration, and grahénsot
information needs) by diagnosic category (typical development, HFA/AS afdD)sted
in Table 4. Although the effect of diagnosis on family systems variables was not a
research question, the sample size, average values, and standard deviatiohsofdheac
family systems variables by diagnostic category are listed in balidéect sizes for
family systems variables were not determined because family sysseiaisles were
standardized.

The effect of diagnosis (Otypical, 1 =HFA/AS 2 =AD) on each of the
dependent variables (as reported by an average of mothers’ report and grareimothe
report) was examined by the mixed models (see Table 3). Specifically, diagrassa

significant predictor of grandmothers’ satisfacti@&=-2.11,p < .05), indicating that for
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every 1 category shift in diagnosis (Qypical, 1 =HFA/AS 2 =AD), thereisa 2.11

point decline in grandmothers’ satisfaction. This is a significant effeehdhat there are

3 categories in the diagnosis variable. For a 2 category shift, from typiebgdment to
Autistic Disorder, a 4.22 point decline is predicted. Diagnosis was a significadittor

of grandmothers’ teachin® (= -1.77,p < .05), indicating that for every 1 category shift
in diagnosis (0 = typical, 1 = HFA/AS, 2 = AD), there is a 1.77 point decline in
grandmothers’ teaching, for a 2 category shift to Autistic Disorder a 3.5#helex!
predicted. With regard to the association between grandchildren’s diagnosis and
increases in grandmothers’ needs, diagnosis was a significant predictor of gftzgrdin
difficulty (B = 2.54,p < .01), indicating that for every 1 category shift in diagnosis there
is a 2.54 point increase in grandmothers’ difficulty, for every 2 category shitithar
5.08 point increase. Diagnosis was a significant predictor of grandmothers’ atifmmm
needsB = 1.63,p < .05) indicating for every 1 category shift in diagnosis {Qpical, 1
=HFA/AS 2 =AD), there is a 1.63 point increase in grandmothers’ information needs,
for every 2 category shifts a 3.26 point increase. No differences were founehéhee
groups with regard to grandmothers’ success or grandmothers’ frustration,impibat
diagnosis does not explain the variance in grandmothers’ success or frustratiamdover a

above the control variables.
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Table 4
Sample Numbers, Means, Standard Deviations, and Effect Sizes for GSNI Scales by

Diagnosis(N = 168, 84Dyads)

Typical (N = 68, 34 dyads) HFA/ASN = 62, 31 dyads) Autism\(= 38, 19 dyads)

N M SD N M SD N M SD ES
Satisfaction 68 35.36 3.24 62 33.06 4.39 38 30.30 .00 6 4.41
Success 68 34.93 4.53 62 33.55 4.68 38 32.47 5.813.89
Teaching 68 33.64 541 62 32.37 5.77 38 29.65 8.11 5.36
Difficulty 68 14.87 4.34 62 18.15 4.93 38 20.28 54. 3.94
Frustration 68 14.78 3.98 62 17.88 4.90 38 1493 164 5.06
Info Needs 68 16.25 5.60 62 24.04 7.10 38 20.82 257. 6.30

Table 5
Sample Numbers, Means, and Standard Deviations of FACES IV Scales by Diagnosis

(N=168, 84 Dyads)

Typical (N=68, 34 dyads) HFAJAS (N=62, 31 dyads) tidtic Disorder (N=38, 19 dyads)

N M SD N M SD N M SD
Cohesion 68 29.88 4.88 62 27.98 4.67 38 29.684.69
Flexibility 68 20.95 4.02 62 21.52 4.06 38 3. 4.08
Disengaged 68 9.10 3.28 62 10.01 2.93 38 9.67 .92 2
Enmeshed 68 9.67 4.02 62 10.80 4.16 38 10.71 .96 4
Rigid 68 14.56 4.34 62 14.72 5.06 38 13.37 25.2
Chaotic 68 10.88 3.99 62 13.00 4.44 38 11.51 54 3.
Communic 68 39.52 7.48 62 36.77 7.06 38 38.077.18

Famsat 68 38.12 7.68 62 33.56 8.20 38 37.50 8.15
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Family Functioning Effect

Previous research indicates that as family systems’ variables @ohesi
flexibility, communication, and satisfaction) approach optimal leveldr@nige for
cohesion, midrange for flexibility, high range for communication, and high fange
satisfaction), outcomes for family members, including extended familybomesywill
increase (Turnbull & Turnbull, 1990). Thus, it was predicted that as family functioning
variables approach optimal levels, grandmothers’ strengths will incredse a
grandmothers needs’ as measured by the GSNI will decrease. This hypotesi
partially supported by the current results (see Table 3).

The family cohesion dimension was measured with 3 scales, the unbalanced
enmeshed scale, the unbalanced disengaged scale, and the balanced cohesion scale. The
balanced cohesion scale was not a significant predictor of grandmothergtistrand/or
needs, indicating that balanced cohesiveness between family membet nelated to
grandmothers’ strengths or needs.

The unbalanced enmeshed scale, a measure of excessive closeness arlyong fami
members, was a significant predictBr< 1.24,p < .01) of grandmothers’ satisfaction.

The positive beta weight reported here indicates that for every 1 standarttbdeshét

in unbalanced enmeshment there is a 1.24 standard deviation increase in grandmothers’
satisfaction. The similar relationship was found between unbalanced enmesiesd s

and grandmothers’ succe®< 1.12,p < .01). This positive Beta weight indicates that

for every 1 standard deviation shift in unbalanced enmeshment, there is a 1.12 increase in
grandmothers’ success. Unbalanced enmeshed scores were a neaasignédictor B

=1.37,p = .06) of grandmothers’ teaching, indicating that if true, then given a bigger
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sample size, then for every 1 standard deviation shift in enmeshment (4.32 points) there i
a 1.37 increase in grandmothers’ teaching. High scores on the unbalancedeehscate
were also predictive of decreased grandmothers’ difficulty. Enmesaga wignificant
predictor B = -1.68,p < .05) of grandmothers’ difficulty, indicating that for every 1
standard deviation shift in enmeshment (4.32 points) there is a 1.68 decrease in
grandmothers’ difficulty. Excessive enmeshment was a near signifiehtiar in an
unexpected direction (B = -1.08~= .07) for grandmothers’ frustration, indicating that if
true given a bigger sample size, then for every 1 standard deviation shift in enmeshment
(4.32 points) there is a 1.08 decrease in grandmothers’ frustration. High scores on the
unbalanced enmeshed scores are theoretically not optimal and thereforesthiese re

were surprising. Here unbalanced enmeshment is associated or asaciated with
increased strengths (satisfaction, success, and teaching) and decredsédiffiealty,
frustration) for grandmothers.

The unbalanced disengaged scale a measure of excessive alienation anlgng fam
members, was a near significant predic®#(1.08,p = .07) of grandmothers’ difficulty,
indicating that if true for every 1 standard deviation shift in disengaged (3.488)poi
there is a 1.08 point increase in grandmothers’ difficulty.

The family flexibility dimension is measured with three scales, the untzlanc
chaotic scale, the unbalanced rigid scale, and the balanced flexibilityAsalgh the
balanced cohesion scale, the balanced flexibility scale was not a sighgredictor of
grandmothers’ strengths or needs, indicating that balanced cohesivemessnldamily

members is not related to grandmothers’ strengths or needs.
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The unbalanced chaotic scale, a measure indicating too much flexibility in a
family system was a significant predict@& £ 1.26,p < 05) of grandmothers’ frustration,
indicating that for every 1 standard deviation shift in family chaos (4.18 pointe)isha
1.26 increase in grandmothers’ frustration. The unbalanced chaotic scale was a
significant predictorB = 2.34,p < .01) of grandmothers’ information needs, indicating
that for every 1 standard deviation shift in family chaos (4.18 points) there is a 2.34 point
increase in grandmothers’ information needs. In addition, unbalanced chaotic was a
nearly significant predictor of grandmothers’ satisfact®r (-1.15,p = .07). For every 1
standard deviation shift in family chaos, there is a 1.15 standard deviation détrease
grandmothers’ satisfaction.

The unbalanced rigid scale was a near significant predigter.§2,p = .10) for
grandmothers’ frustration in the expected direction, indicating that ifiuesn a larger
sample, then for every 1 standard deviation shift in rigid (4.84 points) there is a .82 point
increase in grandmothers’ frustration.

Good communication was a significant predic®r~(-1.55,p < .05) of
grandmothers’ frustration in the expected direction, indicating that foy évsiandard
deviation shift in communication (7.35 points), there is a 1.55 decrease in grandmothers’
frustration. Communication was a near significant predictor of grandmothers’
information needsH = -1.76,p = .11), indicating that for every 1 standard deviation shift
in communication (7.35 points), there is a 1.76 decrease in grandmothers’ information
needs. Good communication was significant predictor of teaching in an unexpected
direction 8 = -2.53,p < .05), indicating a 2.53 decrease in grandmothers’ teaching

among families with high communication.
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Family satisfaction, a family systems variable indicating motlsatsfaction
with her own nuclear family’s level of functioning, was a significant predi&er 2.23,

p = .05) of grandmothers’ teaching, indicating that for every 1 standard devilifioim s
mothers’ satisfaction with her family’s level of family functioning,rthes a 2.23 point
increase in grandmothers’ teaching, a measure of which grandmother plays a role as
teacher in the family.

Results from the study partially supported the hypothesis that grandmwithers
view circumstances as good as or better than mothers view circunsstéo@elarge
extent there was agreement between grandmothers’ and mothers’ reports of
grandmothers’ strengths and needs. Where there were significant défgrenc
grandmothers’ reports of grandmothers’ strengths and needs were morél&atitaa
mothers’ reports of grandmothers’ strengths and needs. Grandmothersrepmee
strengths and fewer needs than mothers reported.

Results from this study strongly supported previous research showing that
grandparents of children with special needs are different from grandpafehikiren
with typical development in terms of their role and experience. Results showed tha
grandmothers of children with ASD have fewer reported strengths and morehageds t
grandmothers of children with typical development.

Results partially supported the hypothesis that family functioning will be
associated with greater strengths and decreased needs for grandmaticets)grthat
these variables, when unbalanced, hinder inclusion of grandmothers’ involvement and

satisfaction.
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CHAPTER V
Discussion

This chapter is a discussion of the results obtained in the course of this research.
The chapter is divided into six sections. The first three sections corresporly diréae
basic research questions proposed in the study including the reported effect, thesdiagnos
effect, and the family functioning effect. The fourth section is a discussion of the
strengths and limitations of the study and the fifth section provides the iedatat
implication of the study. The final section suggests future research airgcti

Reporter Effect

A basic question addressed in this research was, whether mothers’ report and
grandmothers’ report of grandmothers’ strengths and needs are considtentavit
another. Previous research using the GSNI has not focused on agreement among family
members using this measure. Research on intergenerational relationships mahahow
older generations systematically report things more favorably than yogegerations.

This tendency is known as developmental stake in the literature on intergenerational
relationships (Aquilino, 1999; Lynott & Roberts, 1997). Based on this literature the
hypotheses for the current study stated that grandmothers’ reporsuofistances

would be more favorable than mothers’ reports.

Results from this study partially supported this hypothesis. On the grandmothers’
success scale and on the grandmothers’ teaching scale of the GSNI, tieesgymicant
effects of reporter, indicating that grandmothers’ report and mothers’ port
grandmothers’ teaching and grandmothers’ success were significarghediffin both

models, the difference was in the expected direction according to developstekeda
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theory with mothers’ reports being less optimistic and less favorable thaingvthers’
reports. On a practical level, this means that grandmothers’ self report G&Mieand
mothers’ report are not interchangeable. Many of the studies reviewed in thespobc
doing this research rely exclusively on mothers’ report of grandmothers’ role and
experience. The current findings suggest that mothers’ and grandmothers’ reports va
and do not always agree. Relying on either report exclusively provides an iet®@mpl
picture and both mothers’ report and grandmothers’ report should be included in research
conducted. In terms of practice, reporter effect may indicate a resakdice in point of
view between mother and grandmother of grandmothers’ strengths and needs. That
difference is subject to interpretation and should be reviewed. Reportemeéfgciccur
in other family relationships as well and is a variable that can be reedaand explored
by practitioners. Different beliefs and perspective regarding roémghs, and needs can
be incorporated in the assessment and treatment design when working witsfamili
either in psychotherapy or support workshops.
Diagnosis Effect

Research shows that grandchildren’s disabilities impact on grandparents
(Hastings, 1997; Turnbull & Turnbull, 1990). The hypothesis for the current studyg sta
that grandmothers’ strengths would decrease and that their needs would intrease
grandchildren have a diagnosis of ASD. In each of the models where ASD was
significant, autism had double the impact as HFA/AS, showing that the sevaaity of
grandchild’s disability impacts on grandmothers’ role and experience as wastedgges

by Hodapp (1999).
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Grandmothers of children with a diagnosis of ASD reported lower satisfaction
scores on the GSNI. One explanation associated with this finding is thatndengthers
of children with disabilities are indeed not having a rewarding experienc@aridwer
satisfaction is a reflection of the stress of interacting with a dpessals child. A second
possibility is that lower satisfaction scores are a function of the measuirematrument.
Perhaps grandmothers’ satisfaction when children have disabilities is fentimn
different, made up of different kinds of experiences, compared to grandmothers’
satisfaction when children are typically developing. If that is the camedigiothers’
satisfaction in the ASD groups may not have been adequately tapped by theemeasur
used. Either explanation supports the hypothesis that the experiences of the two groups
are different.

Grandmothers of children with a diagnosis of ASD had lower teaching smores
the GSNI, indicating that they spend less time in teaching roles compared to
grandmothers of typically developing children. The teaching scale of tNé iB&sures
involvement with grandchildren by assessing a number of concrete behhwiooscur
between grandparents and grandchildren such as modeling manners, teaching values
teaching how to negotiate relationships, and teaching how to set goals. This scale
important because it measures direct participation between grandpaients a
grandchildren. Mothers have reported that direct participation between gramdard
grandchildren adds to the relationship quality between grandparents and graedchsldr
pivotal in reducing the stress associated with parenting a child with speaal aad
normalizes family relationships (Green, 2001). One explanation for the |caehirtg

scores among grandmothers of children with ASD is that the learning needisli@rchi
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with ASD are different from the learning needs of typically developimigien.
Grandmothers may not have the skill set to function as teachers to childiespegtal
needs. Information regarding the learning needs of typically developikgerhis more
accessible than is information regarding the learning needs of childrerpedtiic
disabilities.

Grandmothers of children with a diagnosis of ASD had greater difficulty tha
grandmothers of typically developing children. Difficulties reported bgdjreothers on
the GSNI suggested a compromised ability to enter into a collaborative rdigiiorith
their adult children and their grandchildren. Grandmothers reported difficutty wit
giving advice, maintaining conversation, collaborating, and thinking innovatively about
their roles. The items endorsed by these grandmothers suggest difficulsy in rol
definition, reaching optimal levels of collaboration and achieving appropriats lHve
involvement.

Grandmothers of children with a diagnosis of ASD had greater infamadéieds
regarding their grandchildren’s school, grandchildren’s emotional statelchildren’s
friendships, and the developmentally appropriate choices available to gtdredcthan
grandmothers of children with typical development. One explanation for thig is tha
while the developmental tasks of special needs children mirror those of typldegchi
they are categorically different in terms of how those tasks arevachi Differences
exist in many areas including the type of classroom, peer group im@ssaiccess to
recreation, and transition planning. Those differences make the informatasaiee

grandmothers of children with special needs greater and more complex.
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There are several reasons why the differences in strengthfa(dats teaching)
and needs (difficulties, information needs) among grandmothers of childie ASD
that were identified in this research are important to study. First, whessgimials
address difficulties associated with differences in grandmothersgiteeand needs,
grandmothers’ adjustment to their grandchild’s disability is facilitaiRelsearch
indicates that when grandparents make a good adjustment to grandchildinigydis
that adjustment is mirrored in better adjustment for all family membexn8gresearch
shows that grandparents can be a valued resource when children have a disability or a
added burden (Hastings, 1997; Seligman & Darling, 2007). When professionals address
grandmothers’ difficulties, the likelihood that grandmothers’ will function io@psrtive
way is increased. Third, it is important to address grandmothers’ strendthseds
because grandchildren with ASD benefit from interventions which include multiple
family members. By addressing grandmothers’ needs and developing grangmothe
strengths, it is more likely that they will be effective members ofrdagrhent plan.

Family Functioning Effect

This study looked at the impact of family systems variables on grandmothers’
strengths and needs. The Circumplex Model of Marital and Family Systesaos (€I
al., 1979) suggests that family systems variables predict outcomes for indiichilg! f
members, such as grandmothers. Specifically, as family functioning appsolaalanced
or optimal levels, outcomes for individual family members improve. As family
functioning approaches the extreme or unbalanced levels, outcomes for individiyal fam
members will be compromised (Olson et al., 2000). The hypothesis for the currgnt stud

is that as family functioning approaches optimal levels, grandmothensggtsewill
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increase and grandmothers’ needs will decrease. Results of the currgmastiadly
supported this hypothesis.

Neither scale measuring balanced Functioning (cohesion scale liftgsitale)
was significant in any of the models; however, several of the scales megasuri
unbalanced or not optimal functioning were significant. Families charactdryze
enmeshed functioning, measured by the FACES IV, were associated with griamgmot
experiencing greater satisfaction, success, and teaching and fewer fidomegds, as
measured by the GSNI. Olson (2000) suggested that enmeshed family functioning is
adaptive when families encounter stressors, such as a disability, death, ynesnplo
economic hardship, or immigration. The current research suggests that enmedlyed fam
functioning may be adaptive for extended family members in certain citances
specifically when a child with special needs is part of the family sysbema explanation
for these findings is that enmeshment, which is characterized by cloge fam
relationships, togetherness, and mutual problem solving, may increase opportunities and
expectations for grandparent involvement (Turnbull & Turnbull, 1990).

Families characterized by disengaged functioning, measured by theSHACE
were associated with grandmothers experiencing greater difficodtgsured by the
GSNI. Difficulties included grandmothers’ compromised ability to enterahmly
system through activities such as advice giving, mutual conversations,rgpenui
together, and working collaboratively. Turnbull and Turnbull (1990) suggested that
disengaged families often do not meet the needs of children with disabilitiesstddys

supports the notion that disengaged family functioning may not meet the needs of
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grandmothers either. One explanation for this finding is that disengaged farglies
characterized by distant relationships and extreme emotional sepasdteties
exclusion of mutual problem solving. In a disengaged family system therbenay
expectation for grandmother involvement, and the grandparent role is likely to be
marginalized.

Families characterized by chaotic functioning, as measured bAMDES- 1V,
were associated with grandmothers experiencing decreasedcsiatisanjoyment of
grandparenting activities), increased frustration (unhappiness withaigpec
grandchildren’s behavior), and increased information needs (need for inforneddibmor
to grandchildren’s social, emotional, and developmental needs), as measured by t
GSNI. Chaotic family functioning is characterized by constant and inietec
negotiations, diffusion of responsibility, and failure to set or achieve doalbaotic
families, there is no appointed leader and very few routines (Olson, 2000). Chaotic
functioning results in the abandonment of individual family members’ needstlu&
Turnbull, 1990). This research indicates that Grandmothers as part of the extended
family system may experience greater difficulties and inet&sistration in chaotic
family systems. Given the chaotic family systems propensity towards disatian it
IS not surprising that grandmothers in these systems express the neeckémedc
information.

Families characterized by good communication as measured by the FACES IV
were associated with grandmothers experiencing decreased fonséadi increased
information needs. Good communication was also associated with decreaseujteachi

an unexpected result.
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Families characterized by high satisfaction with current functionemg w
associated with grandmothers’ involvement. This suggests that grandmotiresats’ di
participation with grandchildren may increase mothers’ satisfaction adsl $&ipport to
the hypothesis that grandparent involvement decreased mothers’ stress.

The family functioning results reported here give partial empirical stipptre
hypotheses that unbalanced family functioning is associated with worsen@stéor
family members, by looking at the affect of family systems variablesamwdgothers.
Family systems variables are process variables and so they ardmerchange in
psychotherapy and support groups. Addressing family functioning in these venues ma
have benefits on all three generational levels, the grandchildren, the panehiise
grandparents. More research is needed that looks at the interaction effdi@grfasis
of ASD in grandchildren and family systems’ variables to see, whethdy fsyatems
variables affects grandmothers’ strengths and needs in general, orrial geole
especially when grandchildren have special needs, like ASD.

Strengths and Limitations of Current Study

A strength associated with this study is the use of a comparison group of
grandmothers and mothers of typically developing children. The study results showed
empirically that grandmothers of children with ASD have different expeg®in terms
of their strengths and needs compared to grandmothers of typically developingnchildr
Second, the current study used valid, reliable and comprehensive measures to explore
constructs. Previous research has relied to a large extent on qualitaheelsreatd small
samples. Third, by collecting information from dyads containing a grandmottier a

mother, this research assessed family functioning from the mothers’ figssaec
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grandmothers’ strengths and needs from the perspective of both mother and grandmother
The current study tested the consistency between mothers’ and grandmoplogts’ae
the GSNI. This was done in an attempt to add to the research literature on developmental
stake (Aquilino, 1999; Lynott & Roberts, 1997). Finally, the use of Multiple Imputation
to handle missing data enabled this researcher to save a significant nucdsssahat
were partially observed, adding valuable data that would have otherwise been lost.

There are several ways this study could be improved. If the samplessize w
increased, the researcher could test for an interaction effect betwebnsfgstems
variables and diagnosis. For example with regard to the finding that families
characterized by disengaged family functioning have grandmothérsneie
difficulties, it is not as yet clear whether disengagement is problefoayrandmothers
in all groups or only very problematic for grandmothers in the disability groups.
Secondly, more in depth measures tapping issues that are specific to gisabilit
grandparents may have added more information to the current study. For example,
measures which ask specific questions of parents and grandparents in termsoaf practi
coping strategies and their emotional response to stress would have added useful
information regarding the disability families. In the universe of questionsdnabe
asked of parents and grandparents, there are some that apply to typically developing
children and do not apply to severely disabled, nonverbal children.

Selection bias is a problem in research utilizing questionnaires because tlee peopl
who respond to questionnaires may differ in meaningful ways from people who do not
return questionnaires or from people who do not want to participate in a studymat all.

this study, participants may represent a group of grandparents that is atimaged than
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the actual population of grandparents to whom results are generalized. Also, this
researcher collected information from dyads containing a family’s maotider a
grandmother. Mothers and grandmothers with poor relationships may have opted out of
this study. Mothers and grandmothers with problematic relationships, or problematic
family functioning may have been reluctant to participate in the study. Thugsthesr
may not be representative of individuals or families who are in crisis.
Educational Implications

The appropriate level of involvement for grandparents of children with ASD will
depend on the characteristics of the family; however the ideal is descrilvat dpstts
(2006) as a culture of participation. Grandparents should be regarded as a potgotial m
support to parents at first assessment and part of the treatment plan in terms of
interventions. As part of the treatment team they should receive informatioraisunait
In the best case scenario, grandparents have the potential to act as adgocate
grandchildren and as supports for the whole family. They should be supported by the
clinical team in these endeavors. If grandparents are going to be pgeettaddatment
team, training materials need to be developed to educate them regardingj¢seand
responsibilities. This is particularly true when grandchildren have aakeagof ASD
because of the unique set of skills and abilities necessary to address the citronic a
invisible nature of the disorder.

Professionals are faced with the challenge of discovering and developing
grandparents’ strengths as a potential resource. Additionally, professiomals
challenged to explore stressors grandparents may present as they fuithtiothes

family system. The clinical team working with families needs tesssthe availability of
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grandparents in the extended family system and need to suggest ways in which
grandparents can be included in systemic interventions for children with ASEbl@oss
recommendations include support groups for grandparents, education regarding ASD,
and specific strategies for dealing with their adult children and theidgnddren.
Research supports that defining and expanding grandparent roles is helpful liesfami
struggling to cope with major life stressors specifically a diagno#AsSaf. When the
clinical team is educated regarding the research associated antipgrents of children
with disabilities, they are better able to design workshops and interventibasetha
tailored to the needs of this group.
Implications and Future Research

Future research should be more quantitative in nature in an effort to differentiate
themes specific to various disabilities. An interesting permutation of $kaneh would
be to explore the grandparent role as it changes through the life cycle. fplexahat
is the impact at diagnosis, what is the impact as the child begins school, ansl tivbat
impact as the child transitions to adulthood. The current study focused on grandmothers
in order to control for the effect of grandparents’ gender, however, the role and
experience of grandfathers could be explored. Another interesting arsaafctecould
tap in to the effect of grandparent involvement on other family members suchhessnot
fathers, and siblings. Instruments need to be developed that assess varibates tha
specific to families of children with disabilities. For example, instrusernght be
developed to measure grandparents’ understanding of the special educagss.proc

Instruments that measure the effectiveness of grandparents support curandium
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workshops are neededhe clinical team needs to use research based interventions in
creating a culture of collaboration that includes grandparents as parti&fatment plan.

The research presented here adds to an already growing number of studies
focusing on intergenerational relationships and the grandparent role. The study provides
empirical support of previous research on developmental stake theory because
grandmothers’ view was as good or better than mothers’ view of grandmothemgtiss
and needs. The study findings provide empirical evidence for differencesdmetw
grandmothers of children with ASD and grandmothers of children with typical
development in terms of grandmothers’ strengths and needs. This finding directly
suggests that when children have ASD, grandmothers need support and information tha
is tailored to fit their circumstances. Second, this study provided empwidahee that
family systems variables impact grandmothers’ strengths and need® fihldesys add
to to the research on family systems showing that family functioningsfaaily
members’ well-being in predictable ways. In addition to impacting mesdie¢he
immediate family, this study shows that nuclear family functioning itspsdended

family members’ well-being.
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Appendix A
DSM-IV CRITERIA
Diagnostic Criteria for Autistic Disorder is:

A. A total of six (or more) items from (1), (2), and (3), with at least two from (1), and
one each from (2) and (3):
a. Qualitative impairment in social interaction, as manifested by at lgast t
of the following:

I. Marked impairment in the use of multiple nonverbal behaviors
such as eye-to-eye gaze, facial expression, body postures, and
gestures to regulate social interaction

ii. Failure to develop peer relationships appropriate to developmental
level

iii. A lack of spontaneous seeking to share enjoyment, interests, or
achievements with other people (e.g., by a lack of showing,
bringing, or pointing out objects of interest)

iv. Lack of social or emotional reciprocity

b. Qualitative impairments in communication as manifested by at least one of
the following

i. Delay in, or total lack of, the development of spoken language (not
accompanied by an attempt to compensate through alternative
modes of communication such as gesture or mime)

ii. Inindividuals with adequate speech, marked impairment in the
ability to initiate or sustain a conversation with others

lii. Stereotyped and repetitive use of language or idiosyncratic
language

iv. Lack of varied, spontaneous make-believe play or social imitative
play appropriate to developmental level

c. restricted repetitive and stereotyped patterns of behavior, interests, and
activities, as manifested by at least one of the following:

I. encompassing preoccupation with one or more stereotyped and
restricted patterns of interest that is abnormal either in intensity or
focus

ii. apparently inflexible adherence to specific, nonfunctional routine
or rituals

iii. stereotyped and repetitive motor mannerisms (e.g., hand or finger
flapping or twisting, or complex whole-body movements)

iv. persistent preoccupation with parts of objects.

B. Delays or abnormal functioning in at least one of the following areas, with onset
prior to ge3 years: (1) social interaction, (2) language as used in social
communication, or (3) symbolic or imaginative play.
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C. The disturbance is not better accounted for by Rett’s Disorder or Childhood
Disintegrative Disorder.

Diagnostic criteria for Asperger’'s Syndrome is:

A. Qualitative impairment in social interaction, as manifested by at lgagiftthe
following:

a.

d.

marked impairment in the use of multiples nonverbal behaviors such as
eye to eye gaze, facial expression, body postures, and gestures to regulate
social interaction

failure to develop peer relationship appropriate to developmental level

lack of spontaneous seeking to share enjoyment, interest, or achievements
with other people (e.g. by lack of showing or pointing out objects of
interest to other people)

lack of social or emotional reciprocity.

B. Restricted, repetitive, and stereotyped patterns of behavior, interests, and
activities, as manifested by at least one of the following.

a.

b.

C.

d.

encompassing preoccupation with one or more stereotyped and restricted
patterns of interest that is abnormal either in intensity or focus.

apparently inflexible adherence to specific, nonfunctional routines or
rituals.

stereotyped and repetitive motor mannerisms (e.g. hand or finger flapping
or twisting, or complex whole-body movements)

persistent preoccupation with parts or objects.

C. The disturbance causes clinically significant impairment in social oconpit
or other important areas of functioning.

D. There is no clinically significant general delay in language (e.g. singiésw
used by age 2 years, communicative phrases used by age 3 years).

E. There is no clinically significant delay in cognitive development or in
development of age-appropriate self-help skills, adaptive behavior (other than
social interaction), and curiosity about the environment in childhood.

F. Criteria are not met for another specific Pervasive Developmental Dismorde
Schizophrenia.
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Appendix B

CIRCUMPLEX MODEL OF MARITAL AND FAMILY SYSTEMS
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Appendix C
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Please answer the following questions by checking the correct response.

What is the sex of my child?

@) male

(2) female

What is the age of my child?
years

What is my marital status?

@) married

(2) separated

(8)___ divorced

4) never married

(5) ——__ widowed

The grandparent I am thinking
about is

(1) _____my parent

2) _. the parent of my spouse

(10)

(11)

How far do I live from this
grandparent’s house?

@
(2) ____ less than a mile
(3)__ 1 to 24 miles

(4) ____ 2510199 miles
(5) ____ 200 to 1,000 miles
(6)

we live together

more than 1,000 miles

What is the sex of this grand-
parent?

1)
(2) ____ female

male

{12,13) How old is this grandparent?

years



(14)

(15)

(16)

(a7

(18)

“What is the marital status of (19)

this grandparent?

(1) — married

(2) __ separated

(3) — divorced

(4) —— never married

(5) —— widowed

How much time does this grand- @
parent spend with my child each

month?

(1) — less than one hour

(2) ——1 to 5 hours

(3) —— 5 t0 10 hours

(4) — more than 10 hours

What is the employment status

of this grandparent? (21)
) retired

(2) working part time

(8) — working full time

(4) —— unemployed

What is the religion of this

grandparent?

(1) —— Christianity

(2) —Islam

(8) —— Judaism (22)
(4) — other

How often does this grandparent

take care of this grandchild?
(1) —_daily

(2) —__often

(8) —— seldom

(4) —— never
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What is my race?

(1) _____ White

(2) ___Black

(3) —__Hispanic

(4) __Asian

(5) —— other

What is my annual household
income?

(1) —_ under $9,999
(2) ____$10,000 to $19,999
(3) ____$20,000 to $29,999
(4) ____$30,000 to $39,999
(5) —__ $40,000 to $49,999
(6) over $50,000

What is my highest level
completed in school?

@ 8th grade or less
(2) ____some high school
(8) ____high school diploma
4)
(5)
(6) ——_ college degree

vocational training

some college

(7) ____ graduate degree

What is my sex?
(1) —_male
(2) ___female

(23,24) What is my age?

years
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DIRECTIONS: This Is a survey of your feelings about the family members Identified above.
For each item, circle the answer that tells best how you feel.

Grandparent Satisfaction—Some things about being a grandparent are
satisfying. How often does your parent like these things?

1.

10.

My parent likes my gauwsiichild to share
feelings.

My parent likes how much time I spend
with my child.

My parent likes the way my child helps
at home with household tasks.

My parent likes my child’s outlook
on life. '

My parent likes it when my child asks
for advice.’

. My parent likes the way my child

spends free time.

. My parent likes the way my child

stays in touch.

. My parent likes to take part in

activities my child enjoys.

. My parent likes my child’s willingness

to offer help.

My parent likes how well my child
does in school.

Always

Always

Always

Always

Always

Always

Always

Always

Always

Always

Often

Often

Often

Often

Often

Often

Often

Often

Often

Often

Seldom

Seidom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Never

Never

Never

Never

Never

Never

Never

Never

Never

Never
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Grandparent Success—There are a number of things grandparents do well.
How often is your parent good at these things?

11. My parent is good at listening to my
child. Always Often Seldom Never

12, My parent is good at seeing the positive
side of situations. Always Often Seldom Never

13. My parent is good at learning from my
child. Always Often Seldom Never

14. My parent is good at sharing feelings
with my child. Always Often Seldom Never

15. My parent is good at having an
influence on my child. - Always Often Seldom Never

16. My parent is good at reinforcing my
goals as a parent. Always Often Seldom Never

17. My parent is good at respecting my
child’s opinions. Always Often Seldom Never

18. My parent is good at staying in touch
with my child. Always Often Seldom Never

19. My parent is good at accepting help
from my child. Always Often Seldom Never

20. My parent is good at learning from
me. Always Often Seldom Never



Grandparent Teaching—The role of grandparent includes teaching.

How often does your parent try to teach your child these things?

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

My parent tries to teach my child to
care about other people’s feelings.

My parent tries to teach my child
what to expect of a grandparent.

My parent tries to teach my child about
religion by being a good example.

My parent tries to teach my child good
manners.

My parent tries to teach my child a
sense of right and wrong.

My parent tries to teach my child the
need for learning throughout life.

My parent tries to teach my child our
family history and traditions.

My parent tries to teach my child how
to plan and set goals.

My parent tries to teach my child how
to handle arguments.

My parent tries to teach my child what
is expected of a grandchild.

Always

Always

Always

Always

Always

Always

Always

Always

Always

Always

Often

Often

Often

Often

Often

Often

Often

Often

Often

Often

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Never

Never

Never

Never

Never

Never

Never

Never

Never

Never
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Grandparent Difficulty—Being a grandparent can be difficult at times.
How often does your parent find these things difficult?

31. It is difficult for my parent to accept
my child’s values. Always Often Seldom Never

32. Itis difficult for my parent to offer
advice to me. Always Often Seldom Never

33. It is difficult for my parent to admit to
my child the things he or she doesn’t
know. Always Often Seldom Never

34. It is difficult for my parent to keep a
conversation going with my child. Always Often Seldom Never

35. It is difficult for my parent to give
advice to my child. Always Often Seldom Never

36. It is difficult for my parent to talk
with my child about certain issues. Always Often Seldom Never

37. It is difficult for my parent to find
time to be with my child. Always Often Seldom Never

38. It is difficult for my parent to look at
things in new ways. Always Often Seldom Never

39. It is difficult for my parent to get
along with me. Always Often Seldom Never

40. It is difficult for my parent to get
along with my child. Always Often Seldom Never
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Grandparent Frustration—The behavior of family members can be
frustrating to grandparents. How often is your parent frustrated by these
things?

41. My parent is frustrated by my child’s
television habits. Always Often Seldom Never

42, My parent is frustrated by how my
child treats me. Always - Often Seldom Never

43. My parent is frustrated by how he or :
she is treated by my child. Always Often Seldom Never

44. My parent is frustrated by my child’s
manners. Always Often Seldom Never

45. My parent is frustrated by my child’s
sense of right and wrong. Always Often Seldom Never

46. My parent is frustrated by my child’s
listening habits. Always Often Seldom Never

47. My parent is frustrated by the discipline
my child receives at home. Always Often Seldom Never

48. My parent is frustrated whenever he
or she argues with my child. Always - Often Seldom Never

49. My parent is frustrated by how I am
raising my child. Always Often Seldom Never

50. My parent is frustrated by my child’s
choice of friends. Always Often Seldom Never
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Grandparent Information Needs—There may be some things grandparents
need more information about. How often does your parent need more
information about these things?

51. My parent needs more information about
the school experience of my child. Always Often Seldom Never

52. My parent needs more information about
the fears and worries of my child. Always Often Seldom Never

53. My parent needs more information about
the goals my child has chosen. Always Often Seldom Never

54. My parent needs more information about
the stress my child has to manage. Always Often Seldom Never

55. My parent needs more information about
the way my child is being raised. Always Often Seldom Never

56. My parent needs more information about
the self-esteem of my child. Always Often Seldom Never

57. My parent needs more information about
the attitudes of my child’s age group. Always Often Seldom Never

58. My parent needs more information about
the friendships of my child. Always Often Seldom Never

59. My parent needs more information about
the difficult choices my child has to make
at this age. Always Often Seldom Never

60. My parent needs more information about
how to share ideas with my child as they
watch television. Always Often Seldom Never

61. If there is anything else you would like to tell about the strengths and needs
of your parent, please write it in this space.
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Appendix D

GRANDPARENT STRENGTHS AND NEEDS INVENTORY

GRANDPARENT
STRENGTHS
AND

NEEDS
INVENTORY

by

ROBERT STROM
and
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wz Published by:
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(5)

(6.7)

(8)

©

Please answer the following questions by checking the correct response.

What is the sex of my
grandchild?

1) _____male
(2) female

What is the age of my
grandchild?

years

What is the marital status
of my grandchild’s parents?

Q) married

(2) ____ separated

(3) ___divorced

4) never married
(5) ____ widowed

How am I related to this
grandchild?

(69) _ through my son
(2)

through my daughter

(10)

(11)

How far do I live from this
grandchild’s house?

@
(2) ____less than a mile
(3) ___ 1 to 24 miles

(4) ____ 25 t0 199 miles
(5) ____200 to 1,000 miles
6

we live together

more than 1,000 miles

What is my sex?
@) male
(2) ____ female

(12,13) What is my age?

(14)

years

What is my marital status?
(1) ____ married

(2) ____ separated

(3) ____divorced

4)
(5) __ widowed

never married
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(15)

(16)

(a7

(18)

(19)

How much time do I spend with (20)

- this grandchild each month?

) less than one hour
(2)___1to5hours
(3)_____5t010 hours

(4) ___ more than 10 hours

What is my employment status?

@ retired

(2) ____ working part time @1)
(8) ___ working full time

(4) _____ unemployed

What is my annual household
income?

(1) —__ under $9,999
(2) ____$10,000 to $19,999
(3) ____$20,000 to $29,999
(4) —__ $30,000 to $39,999
(5) —__ $40,000 to $49,999
(6) —__over $50,000

What is my highest level
completed in school?

(1) —_ 8th grade or less
(2) some high school

What is my religion? (3)___ high school diploma
) Cliriserity (4) ___vocational training
W o o0 (5) — some college

(3) ____Judaism (6) . oollege degres

) ——other (T) —_ graduate degree
g;z&mg n Lyt cotre of this (22) What is my state of health?
1) ___ daily (1) —— excellent

(2) __ often 2 ____ go'od

(3) ___seldom (3) ___fair

(4) ____ mever (4) —— poor

What is my race? (23,24) ?g:v?)any grandchildren do
W) hits grandchildren

(2) ____Black

(3) __ Hispanic

(4) ____Asian

(5) ____other
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DIRECTIONS: This is a survey of your feelings about the family members identified above.

For each Item, circle the answer that tells best how you feel.

Grandparent Satisfaction—Some things about being a grandparent are
satisfying. How often do you like these things?

1.

10.

1like my grandchild to share feelings
with me.

. 1like how much time my son or daughter

spends with my grandchild.

. I1like the way my grandchild helps at

home with household tasks.

. 1like my grandchild’s outlook on

life.

. Ilike it when my grandchild asks me

for advice.

I like the way my grandchild spends
free time.

. 1like the way my grandchild stays in

touch with me.

. Ilike to take part in activities my

grandchild enjoys.

. 1like the willingness of my grandchild

to help me.

1 like how well my grandchild does in
school.

Always

Always

Always

Always

Always

Always

Always

Always

Always

Always

Often

Often

Often

Often

Often

Often

Often

Often

Often

Often

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Seldom

Never

Never

Never

Never

Never

Never

Never

Never

Never

Never
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Grandparent Success—There are a number of things grandparents do well.
How often are you good at these things?

11. T am good at listening to my
grandchild. Always Often Seldom Never

12. I am good at seeing the positive side
of situations. Always Often Seldom Never

13. I am good at learning from my
grandchild. Always Often Seldom Never

14. I am good at telling my grandchild
how I feel. Always Often Seldom Never

15. T am good at having an influence on
my grandchild. Always Often Seldom Never

16. I am good at reinforcing the parenting
goals of my son or daughter. Always Often Seldom Never

17. I am good at respecting my
grandchild’s opinions. Always Often Seldom Never

18. I am good at staying in touch with
my grandchild. Always Often Seldom Never

19. I am good at accepting help from my
grandchild. Always Often Seldom Never

20. I am good at learning from my son
or daughter. Always Often Seldom Never
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Grandparent Teaching—The role of grandparents includes teaching.
How often do you try to teach your grandchild these things?

21. I try to teach my grandchild to care
about other people’s feelings. Always Often Seldom Never

22. 1try to teach my grandchild what can
be expected of me. Always Often Seldom Never

23. 1try to teach my grandchild about
religion by being a good example. Always Often Seldom Never

24. Itry to teach my grandchild good
manners. Always Often Seldom Never

25. 1try to teach my grandchild a sense
of right and wrong. Always Often Seldom Never

26. 1 try to teach my grandchild the need
for learning throughout life. Always Often Seldom Never

27. 1 try to teach my grandchild our
family history and traditions. Always Often Seldom Never

28. I try to teach my grandchild how to
plan and set goals. Always Often Seldom Never

29. I try to teach my grandchild how to
handle arguments. Always Often Seldom Never

30. I try to teach my grandchild what
I expect of him or her. Always Often Seldom Never
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Grandparent Difficulty—Being a grandparent can be difficult at times.
How often do you find these things difficult?

31. It is difficult for me to accept my
grandchild’s values. Always - Often Seldom Never

32. It is difficult for me to offer advice
to my son or daughter. Always Often Seldom Never

33. It is difficult for me to admit to my
grandchild the things I don’t know. Always Often Seldom Never

34. It is difficult for me to keep a conversa-
tion going with my grandchild. Always Often Seldom Never

35. It is difficult for me to give advice to
my grandchild. Always Often Seldom Never

36. It is difficult for me to talk with my
grandchild about certain issues. Always Often Seldom Never

37. Tt is difficult for me to find time to
be with my grandchild. Always Often Seldom Never

38. It is difficult for me to look at things
in new ways. Always Often Seldom Never

39. It is difficult for me to get along with
my son or daughter. Always Often Seldom Never

40. It is difficult for me to get along with
my grandchild. Always Often Seldom Never
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Grandparent Frustration—The behavior of family members can be
frustrating to grandparents. How often are you frustrated by these
things?

41. I am frustrated by my grandchild’s
television habits. Always Often Seldom Never

42. I am frustrated by how my grandchild
treats my son or daughter. Always Often Seldom Never

43. I am frustrated by how my grandchild
treats me. Always Often Seldom Never

44, I am frustrated by my grandchild’s
manners. Always Often Seldom Never

45. 1 am frustrated by my grandchild’s
sense of right and wrong. Always Often Seldom Never

46. 1 am frustrated by my grandchild’s
listening habits. Always Often Seldom Never

47. I am frustrated by the discipline my
grandchild receives at home. Always Often Seldom Never

48. I am frustrated when my grandchild
argues with me. Always Often Seldom Never

49. I am frustrated by how my grandchild
is being brought up at home. Always Often Seldom Never

50. I am frustrated by my grandchild’s
choice of friends. Always Often Seldom Never
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Grandparent Information Needs—There may be some things grandparents
need more information about. How often do you need more information
about these things?

51. I need more information about the

school experience of my grandchild. Always Often Seldom Never
52. I need more information about the

fears and worries of my grandchild. Always Often Seldom Never
53. I need more information about the

goals that my grandchild has chosen. Always Often Seldom Never
54. I need more information about the

stress my grandchild has to manage. Always Often Seldom Never
55. I need more information about the

way my grandchild is being raised. Always Often Seldom Never
56. I need more information about the '

self-esteem of my grandchild. Always Often Seldom Never
57. I need more information about the '

attitudes of my grandchild’s age group. Always Often Seldom Never
58. I need more information about the

friendships of my grandchild. Always Often Seldom Never
59. I need more information about the

difficult choices my grandchild

has to make at this age. Always Often Seldom Never

60. I need more information about how
to share ideas with my grandchild
as we watch television. Always Often Seldom Never

61. If there is anything else you would like to tell about your strengths and needs
as a grandparent, please write it in this space.



Appendix E

FACES IV Package

FACES IV Questionnaire

Directions to Family Members:
1. All family members over the age 12 can complete FACES 1V.
2. Family members should complete the instrument independently, not consulting or
discussing their responses until they have been completed.
3. Fill in the corresponding number in the space on the provided answer sheet.

1 2 3 4 5

DOES NOT SLIGHTLY | SOMEWHAT | GENERALLY | VERY WELL
describes our | describes our | describes our | describes our | describes our
family at all family family family family

1. Family members are involved in each others lives.

2. Our family tries new ways of dealing with problems.

3. We get along better with people outside our family than inside.

4. We spend too much time together.

5. There are strict consequences for breaking the rules in our family.

6. We never seem to get organized in our family.

7. Family members feel very close to each other.

8. The parents check with the children before making important decisions.
9. Family members seem to avoid contact with each other when at home.
10. Family members feel pressured to spend mest free time together.

11. There are severe consequences when a family member does something wrong.
12. We need more rules in our family.

13. Family members are supportive of each other during difficult times.

14. Children have a say in their discipline.

15. Family members feel closer to people outside the family than to other family members.
16. Family members are too dependent on each other.

17. This family has a rule for almost every possible situation.

18. Things do not get done in our family.

19. Family members consult other family members on personal decisions.

20. In solving problems, the children’s suggestions are followed.

21. Family members are on their own when there is a problem to be solved.
22. Family members have little need for friends outside the family.

23. Itis difficult to get a rule changed in our family.

24. It is unclear who is responsible for things (chores, activities) in our family.
25. Family members like to spend some of their free time with each other.

26. We shift household responsibilities from person to person.

27. This family doesn’t do things together.

28. We feel too connected to each other.

29. Once a task is assigned to a member, there is little chance of changing it.
30. There is no leadership in this family.
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1 2 3 4 5

DOES NOT SLIGHTLY | SOMEWHAT | GENERALLY | VERY WELL
describe our describes our | describes our | describes our | describes our

family at all family family family family

1.

32.
33.
34.
35.
36.
37.
38.
39.
40.

41

Although family members have individual interests, they still participant
in family activities.
Family members make the rules together.
Family members rarely depend on each other.
We resent family members doing things outside the family.
It is important to follow the rules in our family.
No one in this family seems to be able to keep track of what their duties are.
This family has a good balance of separateness and closeness.
When problems arise, we compromise.
Family members know very little about the friends of other family members.
Family members feel guilty if they want to spend time away from the family.
. Family members feel they have to go along with what the family decides to do.

42. It is hard to know who the leader is in this family.

43. Family members are satisfied with how they communicate with each other.
44, Family members are very good listeners.

45
46

. Family members express affection to each other.
. Family members are able to ask each other for what they want.

47. Family members can calmly discuss problems with each other.

48. Family members discuss their ideas and beliefs with each other.

49. When family members ask questions of each other, they get honest answers.
50. Family members try to understand each other’s feelings

51. When angry, family members seldom say negative things about each other.

52. Family members express their true feelings to each other.
1 2 3 4 5
Very Somewhat Generally Very Extremely
Dissatisfied Dissatisfied Satisfied Satisfied Satisfied

53

. The degree of closeness between family members.

54. Your family’s ability to cope with stress.

55. Your family’s ability to be flexible.

56. Your family’s ability to share positive experiences.

57. The quality of communication between family members.
58. Your family’s ability to resolve conflicts.

59. The amount of time you spend together as a family.

60. The way problems are discussed.

61. The fairness of criticism in your family.

62. Family members concern for each other.

Thank you for Your Cooperation!

151



FACES IV Package: Answer Sheet

152

1 2 3 4 5
DOES NOT SLIGHTLY | SOMEWHAT | GENERALLY | VERY WELL
describe our describes our | describes our | describes our | describes our
family at all family family family family
1 7 13. 19. : 25. 31. 37. A,
2 8. 4. 20 2. 32 38, B.
3 9. 15. 21. 27. 33, 39, C.
4, 10. 16. 22. 28. 34, 40. D.
5 11. 17. 23. 29, 35. 41. E.
6 12. 18. 24, 30. 36. 42, F.
1 2 3 4 5
DOES NOT SLIGHTLY | SOMEWHAT | GENERALLY | VERY WELL
describe our describes our | describes our | describes our describes our
family at all family family family family
43, 44, 45, 46. 47. 48, 49. 50.
51. 52.
1 2 3 4 5
Very Somewhat Generally Very Satisfied Extremely
Dissatisfied Dissatisfied Satisfied Satisfied
53, 54, 55. 56. 57. 58. 59. 60.
61. 62.

Thank You for Your Cooperation!

10
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FACES IV Package: Background Information

Subject ID (4 digit) Age: Sex: M:_ F:.__ Date:

Education:
(a)___ Some High School (b) ___ Completed High School
(c) ___Some college (d)__ Completed College (e)___ Advanced Degree

Income: (If relevant)
(a) __ Less than $10,000 (b)___ $10-20,000 (c) ___ $20-30,000

(d)__ $30-40,000 (e)__ $40-50,000 (f) ___ $50-60,000
(g)__ $60-80,000 (h)_ $80-100,000 (i) ___ $100,000 or more
Ethnic Background: (check all that apply)
(a)____ Asian American (d) _ Hispanic/Latino (g) ___ White/Caucasian
(b)_ Black/African American (e) ___ Mixed Race
(c)_ Hawaiian or Pac. Islander (f) ___ Native American

Current relationship status:

(a)___ Single, never married (e) __ Married, not first marriage
(b)__ Single, divorced (f) ___ Life-partnership
(c)___ Single, widowed (g) ___Living together
(d)_ Married, first marriage (h) ___ Separated
Current living arrangement:
(a)___ Alone (d)_ With Others
(b)_ With Parents (e)___ With Children
(c)___ With Partner (f)___ With Partner and Children

Use Current Family: If no current Family, use Family of Origin

Family Structure: (a) Two parents (biological) (c) ___ Two Parent (same sex)
(b) Two parents (step family) (d) ___ One Parent
(©) Two parents (adoptive)
Family Member: (a)___ Father (c)___ First Child (e)___ Third Child
(b)_ Mother (d)___ Second Child (f)___ Fourth or Older Child

Number of Children (a) None (b) One (c) __ Two (d) Three
in Family: (e) Four (f) Five (g) Six or more
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Appendix F

RESEARCH ANNOUNCEMENT

A research study is being conducted to examine the roles and experience of
grandmothers and mothers of children with autism contrasted with children with no
disability. Grandparents of children with disabilities have added concerns and
responsibilities, but rarely have access to adequate support and information, leading
to confusion as to their appropriate role and degree of participation. This is
unfortunate because grandparent involvement has been shown to reduce parents'
stress, to expand and enrich the social worlds of autistic children, and to add
dimension and meaning to grandparents' own lives.

The study uses questionnaires for grandmothers and mothers that take 20 to 30
minutes to complete. The questionnaires are mailed to you. All information gathered
will be kept strictly confidential and will be stored in a locked file cabinet, to which
only I, and my advisor, will have access. At any time you can refuse to answer any
questions or withdraw from the study. Your participation in this study will add to our
understanding of the role and experience of grandmothers today in families of
children with disabilities, as well as the families of children with typical development.

If you are the mother or grandmother of a child between the ages of 6 and 14 who
has been diagnosed with autism or Aspergers' disorder, or if you are the mother or
grandmother of a child between the ages of 6 and 14 who has no disability, and you
would like to participate in this dissertation research, please contact Alison Sullivan
at (516)662 - 3769 or by email at absulli@aol.com
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Appendix G

MOTHER/GRANDMOTHER CONSENT FORM

Ph.D. Program in Educational Psychology

The Graduate School and University Center
The City University of New York

365 Fifth Avenue

New York, NY 10016-4309

TEL 212.817.8285 rax 212.817.1516

CONSENT FORM

My name is Alison Sullivan, and | am a student in the Educational Psychology Ph.D.
Program at the Graduate Center of the City University of New York (CUaN) the
Principal Investigator of the project, entitled, “Grandchildren’s Autism amdilly
Functioning as Predictors of Grandmothers’ Role and Experience.”

This is a research study on grandmothers and mothers of children with Autisnuf@pectr
Disorder (ASD). Grandmothers and mothers of children with no disability will also be
this study.

If you are a grandmother, the questionnaire packet should take approximately 2&minut
to complete. If you are a mother, the questionnaire should take approximately 30 minutes
to complete.

All information gathered will be kept strictly confidential and will be stbin a locked
file cabinet, to which only I, and my advisor, will have access. At any time you ca
refuse to answer any questions or with from the study without penalty.

There are no known risks involved in this study. However, completing the questionnaire
may raise concerns for you because the questions are about family involvement.
Therefore, | have enclosed a list of counseling agencies and refernadgiftm contact in
case you have questions or concerns after participating in this study.

The benefit of your participation in this study is that it will add to our understaniling
grandmothers’ roles, contributions, and experiences in today’s families, irageamel
when children have a disability.

| may publish the results of the study, but names of people, or any identifying
characteristics, will not be used in any of the publications. If you would like acfopy
the study, please provide me with your address and | will send you a copyututiee
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If you have any questions about this research, you can contact me at 516-662-3769 or
absulli@aol.comor my advisor Marian Fish at 212-817-8290 or mfish@gc.cuny.edu. If
you have questions about your rights as a participant in this study, you can Kamtact
Powell, IRB administrator, the Graduate Center/City University of Mevk, 212-817-

7525 ,kpowell@gc.cuny.edu

Thank you for considering participating in this study. If you wish to partiejplagn
sign the consent statement below. | have enclosed a copy of this form forgamudsre

CONSENT STATEMENT: | have read and understood the information above. |
consent to take part in the grandmothers’ role and experience study.

SIGNATURE:

If you would like a copy of the study when it is done, provide your mailing addss
here (Circle one):  Yes No

If yes, provide your mailing address here:
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