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Abstract

Despite the increasing awareness of the impaaisig a child with special needs on
the nuclear and extended family, little is knowroatbthe effect of a child with a
disability on intergenerational relations in gemgi@einer, 1987; Seligman, 1991;
Hillman, 2007; Mitchell, 2008; Hastings, Thomas, [Belwiche, 2002; Mitchell,
2007), and on the grandparents in particular. Qrarehts generally tend to regard
their grandchildren as the agents of their contynugo that grandparenthood offers a
symbolic sense of immortality, a link between the@rsonal history and the future,
compensation for past disappointments, and pride tire grandchild’s
accomplishments (Kivnick, 1982; Neugarten & Weinstel964). Together, these
meanings create a set of expectations in antioipat the birth of a grandchild. Such
expectations are liable to be thwarted if the gcald has a disability (Berns, 1980;
Seligman, 1991), causing the grandparents two-f@oh: they suffer pain for the

grandchild, and even more so, for their own aduiltlcen (Vadasy, 1987).

A review of the literature on family developmentdaerisis situations reveals that for
several decades, the role of the grandparents @aste be marginal. They were not
considered an integral part of the family, justtias birth of a grandchild was not
regarded as a significant event in adult life (Qogham-Burley, 1986; Fischer,

1983). In western society, the grandparents’ releained undefined and devoid of
normative expectations or definitive social stgtdagestad, 1985; Szinovacz, 1998).
Indeed, little attention was paid in either theimadt or empirical literature to the

grandparents’ contribution to the nuclear family.

By the same token, only a very few references @iobnd in the literature to the
characteristic responses of grandparents to thie dira grandchild with a disability.

The little information available indicates a numbétypical responses, one of which



is denial of the disability. Thus, for example, mptparents may ignore the facts to the
extent that they invent fantasies about miraclgslor paint an unrealistic picture of
the disability, adopting an overly optimistic aitie (Seligman, 1991; Seligman,
Goodwin, Paschal, Applegate, & Lehman, 1997). Qn dther hand, grandparents
who come to terms with the disability and adapthe new circumstances usually
display a clear sense of responsibility to helphbtteir adult children and the

grandchild. Yet, although grandparents may plaigaifscant role in this situation, as

noted above, they have attracted little researgmidn. Moreover, studies that have
considered these members of the extended faméyeréd them solely as part of the
support system. To date, no previous investigdimsfocused on the older generation
itself or sought to examine their experience asidparents of a grandchild with a
disability. The current study, therefore, turns 8potlight on the grandparents in

recognition of their important role in the familyi¢Cubbin et al., 2002).

The transition to grandparenthood, especially ia dase of a grandchild with a
disability, may also represent an opportunity p@rsonal growth. In other words,
grandparents may view the event as a chance torkrmba new, and better, way of
life. According to the literature, people often egee from continuous stress
experiences with new coping skills, closer relattups with family and friends,
broader priorities, and a richer appreciation f&f (Schaefer & Moos, 1992)n other
words, for many people, life crises are catalystseehhanced personal resources (e.g.,
assertiveness, maturity, changing one's prioritidge), social resources (e.g., better
relationships with friends and family, higher alyilto disclose important personal
information), coping skills (e.g., better probleniwng abilities), or spiritual insights

(Schaefer & Moos, 1992; Tedeschi & Calhoun, 1995).



Thus, while the majority of the literature dealgemsively with the severe negative
implications of a child with an intellectual disatyi on the family, including the
grandparents, the current study aimed to discovgy some grandparents find it
difficult to cope with the burden, while others exignce a sense of growth as a result
of the crisis. Our objective was to identify thetfars that contribute to growth in this
population. To this end, the study examined thetrdmtion to growth of the
variables of differentiation of self, social suppofamily cohesion, adaptation to
change, and various dimensions of worldview amaagdparents of children with an

intellectual disability as compared to grandparehtshildren without a disability.

Differentiation of the self, as conceptualized by Bowen (1990), refers to ktent to

which individuals experience themselves as physioal intellectual entities distinct
from the people around them, that is, the degreshtich they perceive their body,
emotions, thoughts, desires, and actions to be tven. In addition, it relates to the
ability to distinguish between cognitive and affegtaspects of the personality; in
people with high differentiation of self, emotiomsd thoughts work in tandem.
Differentiation of self is thus considered centtal shaping a healthy adaptive

personality.

Social support as defined by House (1981), is an interpersaaaktaction involving
one or more of the following: (a) emotional concghiking, love, empathy); (b)
instrumental aid (goods or services); (c) inforrmat{about the environment); and (d)

appraisal (information relevant to self-evaluation)

Family cohesionrefers to the degree of emotional connection passion among
family members. It is reflected in various aspedtthe family relationship, including
the nature of emotional bonds, the boundariesceeatijtions within the family, the

amount of time spent together, the geographicdbice between family members,



extra-family friendships, decision-making, takingiaterest in each other’s lives, and
shared leisure time activitieAdaptation to changerelates to the flexibility of the
family system and its ability to modify itself inregsponse to environmental and
developmental pressures. It is expressed in feagueh as assertiveness, supervision,

discipline, negotiating style, and division of rale

The perception of the grandparent rolerefers to their view of grandparenthood and

was examined on four dimensions: symbolic, cogejtamotional, and behavioral.

In addition, aqualitative study based on in-depth interviews was conducted inrorde

to gain an understanding of growth from the perspeof the grandparents.

The sample in the quantitative study consisted of 32 grartded and 62
grandmothers of a child with an intellectual disigpiwho were located through
special education schools and a comparison grouptsofgrandfathers and 60
grandmothers of children with no disability. The rtmapants completed four
guestionnaires: Posttraumatic Growth Inventory €Betli & Calhoun, 1996);
Multidimensional Scale of Perceived Social Supp@imet, Dahlem, Zimet, &
Farley, 1988); Level of Differentiation of Self 3ea(Haber, 1984); and a
guestionnaire regarding the perception of the oblgrandparent (Findler, Taubman —

Ben-Ari, & Nuttman-Shwartz, Lazar In preparation).

For purposes of the qualitative study, interviewsrev conducted with 57
grandparents: 34 grandmothers and (23 of whom rgadralchild with an intellectual
disability) and 23 grandfathers (15 of whom hadrandchild with an intellectual
disability). The interviews were semi structuredd docused on the participants’
perception of the role of grandparent and theireeigmce of personal growth. Central

themes were elicited from an initial reading of theerviews, which were then read a



second time when the comments were organized logegh&he results were analyzed
and arranged into sub-categories according to tb&fsnthat emerged from the

interviews.

The findings of the quantitative analysis indicate® major differences between the
grandparents of children with an intellectual dibgband those of children with
normative development. Both negative affects amdassupport from friends were

found to be higher among grandparents of childrigh mo disability.

A hierarchical regression revealed the explainethmae in growth to be high for the
sample as a whole (45%), with more perceived grokeforted by women and
grandparents of Eastern extraction. In additiomndparents whose state of health
was better experienced a higher level of growthe Tésults indicated that greater
perceived growth was also reported by grandparaiis had a more positive
perception of grandparenthood as compared to geedf whose grandchildren
endowed them with a sense of continuity and imntibyfavho experienced a lower
level of negative affects, and who perceived hidlaemnily cohesion. The findings a
highlighted the contribution of the behavioral dmmn as expressed in attempts to
enrich the grandchild’'s life. However, the analydisl not reveal any significant
differences between grandparents of a child withirdellectual disability and the

control group.

Seven main themes emerged from the qualitativeystddl The meaning of
grandparenthood, reflecting a sense of vitality, continuity, prideleasure,
compensation for the parent-child relationship, antfillment of fantasies of
immortality; 2) The role of the grandparent including intellectual activities, playing
and spending leisure time with the grandchild, rficial gifts and other presents, and

sharing special occasions with the grandchildD8)erences in the nature of the



relationship with the grandchild as a result of features such as the grandparent’s
age, career, and family status, the number of gtaldien, the gender of the
grandparent and grandchild, the gender of the graneait’'s adult child, the age of the
grandchild, the geographical distance between treerd, the personal bond with a
particular grandchild; 4Pifficulty dealing with the self-identity of grandparent
stemming from awareness that grandparenthood &l@laio aging, comparisons with
the other pair of grandparents, the potential émsion between the mother and the
paternal grandmother, the desire to be free afearsy of raising children, and
apprehensions about the development and futurego&radchild with an intellectual
disability; 5) Involvement versus interference that is, the tension arising from the
need to find a balance between helping to raisegthadchild and spending quality
time with them on the one hand, and not wishinggsume the role of educator or
interfere in the way the parents bring up the chllshg with the urge to criticize the
parents; 6)ssues specific to grandparents of children with disability, such as the
diagnostic process and the grandparents’ involvénmer, and how they coped with
news of the disability and its implications; Gyowth, as reflected in new feelings
and sensations, expressing emotions and displagihrgerability, the perception of
other family members and of the grandchild withisability, developing and calling

on personal resources, a new outlook on life, avd priorities.
Discussion and conclusions

The quantitative study indicated that the only differences found between
grandparents of children with a disability and #ad children without a disability
were more negative affects among the latter graugp lass support from friends
among the former group. It seems only natural thatgrandparents of children with

normative development would feel that it is morgitienate for them to express



negative emotions or criticism of their own childreOn the other hand, the
grandparents of children with an intellectual disgbcan be expected to feel a
greater need to protect their adult children amdefore would refrain from criticizing
them or from expressing negative emotions when they contending with such
demanding circumstances. The lower level of supfann friends reported by
grandparents of children with an intellectual diBghis likely to derive from the fact
that they are too preoccupied by attempts to a#sest children to be able to foster
social relationships. Moreover, they may feel unfmtable in the company of their
peers where the conversation is apt to turn tadlemts and achievements of children

and grandchildren, and consequently may prefevaadehis situation.

The level of growth reported by the grandparents similar in the two groups, and
was relatively high in both (3.87 and 3.70, on also©f 1-5, in the study group and
the control group, respectively). The regressiomalysis revealed no differences
between the groups and no interactions emergeddgest that internal or external
resources might contribute differentially to growthis not surprising that women
reported a higher level of growth than men, as thexyerally devote themselves more
to their role in the family and are more likelyview it as a means of self-fulfillment.
Nor is it surprising that state of health was fotmdbe a predictor of perceived growth
among people who are at an age when a physicaindecin be expected. The
external resource of family cohesion also conteduto a higher perception of
growth, probably because a balanced level of cohesnables the family to function
more efficiently and adapt to the challenges itfants both in daily life and at times

of crisis.

The symbolic dimension of grandparenthood is rédlécin the satisfaction and

enjoyment the individual derives from being a gizemént, as compared to being a



parent, or in the sense of continuity or immonyaditforded by the role. This, too, was
found to contribute to perceived personal growthoagthe participants in both

groups. The notion that grandparenthood offerechtha opportunity to make up for
things they missed out on as parents and imprae¢iaes with their own children

was expressed in comments such as: “For me, beipgradparent is a chance to
correct mistakes | made as a parent.” In other wsjattte role enables them to prove
their capabilities and contribute to the familydathis in turn gives them a sense of

personal growth and accomplishment.

In respect to the behavioral dimension, it was &buhat the more involved
grandparents are in educating and enriching thaindghild, the more growth they
report. In a manner similar to the effect of thenbglic dimension, being involved in
expanding the knowledge of grandchildren affordangparents a sense of their
importance to the family and the special role th&y in the child’s life, and this in

turn contributes to perceived personal growth.

Thequalitative study revealed the theme of tieeaning of grandparenthoodto be
associated with family continuity, that is, theat@nship between the grandparents
and the grandchild represents another link in #reegational chain. The grandparents
spoke of introducing rituals and experiences thatumique to this relationship, and
thus stamping their mark on the child. In addititrey often provide a framework in
which all generations of the family come togeti&milar to the typology described
by Neugarten and Weinstein (1964), their relatigmstith their grandchild is also a
source of satisfaction and pleasure. The intervesweported discovering emotions
they were previously unfamiliar with. Furthermomeale interviewees related to the
dimension of grandparenthood as compensation fangaood: as fathers they had

not been able to spend enough time with their ofsidand they were making amends

A



for that now as grandfathers. Compensating for ghst was also expressed by
interviewees who were second-generation Holocaustvors and had been deprived
of a relationship with their own grandparents. B@m, grandchildren symbolized a
chance to repair the broken chain of generatiors aomtinue the family line. As
Neugarten and Weinstein also found, grandparenesved their grandchild’s
achievements and development as an extension mostiees, and thus as a source of
pride and satisfaction. Furthermore, grandparerttadtords them a special sense of
vitality, of being needed by their children and rgtehildren, and of being

irreplaceable insofar as they fulfill an essentd in assisting to raise the grandchild.

Alongside the pleasure, joy, and fulfillment dedvieom being a grandparent, there
are also difficulties, as the transition to gram@épéhood is, in and of itself, a reminder
that the individual is growing older and embarkimg the final stage of their life.
Moreover, at this point in life people often febat they would like to be free to do
whatever they wish, to travel, or to rest, but threle as grandparents makes this
impossible. They find it hard to refuse the regsi@dttheir children or grandchildren,
while at the same time harboring the feeling thaitare missing out on the pleasures

and activities they dreamed of enjoying after estient.

Unconditional love and positive affects are charastic of all grandparents, but the
comments of those of a child with an intellectuadadility also reveal pain and
concern, at times accompanied by sadness, as oftéh feel like crying. It breaks
my heart.” These grandparents view the meaningaf tole as total commitment to
the needs of their children and grandchildren. \Whender normal circumstances,
grandparents look forward to the time when theangchildren will be independent
adults, when they will become a source of suppod eontinue the family line, the

grandparents of a child with an intellectual digbfear for the future of the child.

1



This was expressed in statements such as: “It giwesa bad feeling to know that the
child...will never be independent. He'll always nesaimeone to take care of him.”
They are also apprehensive of injury to the chédduse of their fragility or inability

to manage their own life.

The theme of theole of the grandparent came to bear in the instrumental sense, in
functions such as babysitting, preparing the grhitdis favorite foods (“Grandma,
what did you make today? The food Grandma makesyaltastes better.”), or taking
them for an outing (“They’re special grandma-gramdptings when there’s a totally
different dynamic among the children, not like wh#meyre at home”). The
grandparents also fill a role in enriching the gw@nld’s cultural world and
expanding their knowledge by helping them with the@mework or having heart to
heart talks with them. They also report taking plege in helping out financially by
giving the family money or buying the grandchildrpresents, as in: “When | see
them | make sure | have a little money to give theBrandma always gives them
something. That's important to me.” The interviemdicate that grandparents choose
the roles most suited to them and endow theiricglghip with their grandchildren
with special features that do not typify their tedaships with the child’s parents or

with their friends.

A variety of factors influence the level of involment of the grandparents in the
grandchild’s life and the degree of pleasure thexyveé from this involvement. These
factors include the age, gender, state of heaitth,family status of the grandparent,
the gender of the grandparent’s adult child, theggaphical distance from the
grandchild, the grandparent’s work or career, amel mnumber of grandchildren.
Grandparents of a child with an intellectual difigbrelated less to the issues of age,

health, distance, and parent’s gender, but spolength of the disability, the child’s

/0



special needs, and their profound desire to dor thait to help out. This was
expressed in statements such as: “I'm a crazy ¢m#net...There’s nothing | won't
do...a crazy grandfather. | can roll around on tberflwith her, get down on all fours
so she can ride on my back...There’s no limit to wimatwilling to do with her or for

her. No limit. Not physically or in any other way.”

In respect to the theme wmivolvement versus interferencethe comments of all the
grandparents show them to be highly involved ingtendchild’s life and upbringing
and to share in varying degrees in their activiti®hile their contribution comes to
bear in a wide range of areas, they are hesitamitadxpressing their thoughts and
feelings or voicing their opinions about the cortdot the parents. Whereas the
grandparents of children without a disability coaplabout the boundaries being set
or the fact that the parents do not spend enougd Wwith the child, the grandparents
of children with an intellectual disability expredse concern that the child’s special

needs are not being met.

Many grandparents feel it is not their role to grup the child. Moreover, they are

sensitive to the “rules of the game” dictated by parents, and try hard to adhere to
them, an attitude reflected in the comment: “I vedbonkver do anything the parents
didn’t want me to.” If the parents are fighting withe child or with each other, the

grandparents generally withdraw, distancing theweselso as not to express an
opinion or take sides. Thus, on the one hand teEpgnize the limits of their

authority and try not to overstep them, while oa @ther hand they are aware of the
resources they can offer the child and the “povileely hold. The parental behaviors
of which the grandparents are critical include gsmappropriate language with the
child, not devoting enough time to the child, nas@ring that the child has a balanced

diet and eats at regular times, and not settingr deundaries for improper behavior.

/



Some grandparents turn to the member of the famitly whom they feel they can
speak freely and share their thoughts and resenstibout the child’s upbringing.
Surprisingly, this figure is not necessarily thamgtparent’s biological child, but may

be his or her spouse.

The findings indicate that all the participants ex@ncedoersonal growth as a result
of their role as grandparents, but this growth whs different nature among the
grandparents of a child with an intellectual digbi Whereas it was expressed
among grandparents of a child with no disabilitypase joy, pleasure, and delight in
the child’s development, among those whose gratdichas with an intellectual

disability it was often accompanied by difficulsgadness and pain.

The first signs of growth reported by the grandptsef a child with an intellectual
disability relates to personal resources: theyalisced qualities in themselves they
did not know existed, such as sensitivity, toleesnand empathy, alongside the
instrumental and cognitive characteristics of wiagdhe ability to find information,
and the capacity to suggest effective solutiongyTélso reported a change in their
philosophy of life, stating that they had gainedeav appreciation of things they had
always taken for granted. Whereas the developmienther children is predictable
and proceeds at an expected rate, any developnm@otaiess made by a grandchild
with an intellectual disability fills the grandpate with joy. As one interviewee
stated: “You see things in proportion when it beesmart of your own family. Then

you understand what's real and true. It totallyraies your perspective on life.”

One of the most significant changes experiencedhbge grandparents is a closer,
deeper, and more meaningful relationship with tleeun children, in some cases
repairing the relations that existed previously.sMionportantly for them, the children

show their appreciation and gratitude for theirgodés’ contribution, and there is a
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sense of a shared mission in life. This change doésolely affect the relationship
within the family. The grandparents reported thate the birth of the grandchild, the
social relations they continued to maintain wereelolaon trust. They now invest in
their relationships with both family members anerids, and aim at a social network

characterized by quality rather than quantity.

The current research leaves no doubt as to thaaspete of grandparents in the
families of children with disabilities. However,ishunderstanding must be put into
practice both in professional training and in ppland the allocation of resources. At
this point in time, there is no policy whatsoevetdrael regarding the grandparents of
children with an intellectual disability. From mexgs with policy makers in a variety
of offices (Social Affairs Ministry, Health Minisgr Social Security Institute), we
have learned that the package of services for abeeieds of children makes no
mention of grandparents. Only by means of a coadeahd determined effort will it
be possible to make the most of this potential @woif support, thereby significantly
enhancing the quality of the care provided to tammifies. It is my hope that this

research will help to make the grandparents' voezed.
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