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Adults With Mental Retardation and Their Aging Mothers: 
Impacts of Siblings* 

Gary B. Seltzer, Audrey Begun, Marsha Mailick Seltzer, and Marty Wyngaarden Krauss** 

This article examines the relationships between adults with mental retardation and their nonhandicapped siblings and the effect 
of these relationships on the well-being of aging mothers. Families are found to differ in their level and pattern of sibling involvement. 
Mothers whose children provided support to the adult with retardation had better well-being than mothers with no other children or no 
involved children. These findings are discussed in the context of family systems theory and parent-child relationships during later 
years. 

M ost adults with mental retardation 
live with their families, or under the 
supervision of family members, 

throughout their lifetime. It is estimated 
that no more than 20% of the population 
with mental retardation lives in a licensed 
residential setting (Fujiura, Garza, & 
Braddock, 1989). Thus, for persons with 
mental retardation, the instrumental and 
affective support provided by family mem- 
bers represents a critical determinant of 
the quality of their lives. Despite the cen- 
trality of the family throughout the life 
span, there has been very little research 
reported on the roles assumed by imme- 
diate family members during the period of 
the retarded individual's adulthood. This 
article focuses on the relationships 
between adults with mental retardation 
and their nonhandicapped siblings and 
the effect of these relationships on the 
well-being of their aging mothers. 

Sibling Relationships 
Research on sibling relationships has 

characteristically focused on the early 
childhood period. One effect of the emer- 
gence of life-span developmental psy- 
chology, however, has been an emphasis 
on changes in and patterns of sibling rela- 
tionships across the life span (Lamb, 
1982). Studies of the interactions and 
affective ties among siblings during mid- 
dle-age and the elder years confirm that 
these relationships can retain a vitality 
and currency that rivals that experienced 
in early childhood (Allan, 1977; Bedford, 
1989; Cicirelli, 1982, 1988; Manney, 
1975; Scott, 1990). 

Sibling relationships occupy a unique 
position within the study of human rela- 
tionships. First, they are of potentially 
longer duration than any other human 
relationship (Cicirelli, 1982). Second, sib- 
lings share a common genetic, cultural, 
and experiential milieu, which has been 
described as a "family life space" (Ross & 
Dalton, 1981). Third, sibling relationships, 
especially in comparison to parent-child 

relationships, are highly egalitarian (Bas- 
kett & Johnson, 1982). Fourth, the sibling 
role is ascribed, rather than achieved, 
and remains a part of an individual's iden- 
tity regardless of changes in life fortunes 
or circumstances. These unique attributes 
of sibling relationships underscore the 
potential importance that brothers and 
sisters have for each other over the life 
course, and explain the emotional intensi- 
ty and reciprocal influences that have 
been described among siblings at all 
stages of life (Allan, 1977; Cicirelli, 1982; 
Goetting, 1986). 

Siblings with Mental 
Retardation 

When one of the siblings has mental 
retardation, however, the nature of the 
sibling relationship across the life span is 
likely to be affected profoundly. There has 
been a considerable amount of research 
on the psychological effects on young 
children of having a brother or sister with 
mental retardation, chronic illness, or 
other types of handicaps (Breslau, 1982; 
Drotar & Crawford, 1985; Gath, 1972; 
Lobato, 1983; Poznanski, 1969; San Mar- 
tino & Newman, 1974; Trevino, 1979). In 
general, the results of this research sug- 
gest that some siblings of children with 
chronic handicapping conditions are at 
risk for emotional morbidity, at least dur- 
ing the early childhood and adolescent 
period. The risk is assumed to be related 
largely to the differential amounts of time 
invested by parents in siblings with such 
varying needs, the propensity for 
increased caregiving responsibilities 
expected of nonhandicapped siblings 
(particularly older girls), the family's 
socioeconomic status, and the psycholog- 
ical impacts on siblings of anxiety or guilt 
concerning the etiology of their sibling's 
handicaps (Begun, 1989). Lobato (1983) 
suggests that predicting whether a sibling 
is at risk may be complicated. "It is diffi- 
cult to support the position that siblings 
are, of necessity, negatively affected by 

the experience. Instead, it appears that 
certain factors characteristic of the handi- 
capped child, the sibling, and the family in 
general may mediate the effects of the 
handicapped child on the sibling, such 
that certain siblings are at greater risk for 
adverse experiences than others" (p. 351- 
352). 

Indeed, there is a growing body of lit- 
erature that describes positive relation- 
ships in siblingships in which one has 
mental retardation. Wilson, Blacher, and 
Baker (1989) interviewed school-aged 
siblings of severely handicapped children 
and found consistently high levels of 
involvement, strong feelings of responsi- 
bility, and an emphasis on positive 
aspects of family life. McHale and Gam- 
ble (1989) compared the adjustment of 
siblings with and without brothers and sis- 
ters with mental retardation and found 
that siblings of children with mental retar- 
dation take on more household and care- 
giving responsibilities. They did not find, 
however, these siblings to exhibit levels 
of psychological or emotional symptomol- 
ogy that suggested the need for thera- 
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peutic services. They reported further that 
the sibling's relationship with his/her 
mother was a better predictor of the sib- 
ling's well-being than were characteristics 
of the brother or sister with a handicap or 
the responsibilities or activities of the non- 
handicapped child in the family. Both 
these studies imply that the characteris- 
tics of the family system play an important 
role in understanding the effects on non- 
handicapped children of having a sibling 
with a significant disability. 

The nature, durability, and long-term 
consequences of having a sibling with 
retardation have not been well studied, 
nor has the impact of sibling involvement 
on maternal well-being been assessed. 
There is some evidence, however, that 
adult siblings of persons with retardation 
continue to be emotionally and instrumen- 
tally involved with their impaired brother 
or sister throughout the life span. Cleve- 
land and Miller's (1977) survey of adult 
siblings of institutionalized adults with 
mental retardation reported extremely 
positive perceptions among siblings about 
their experiences growing up with their 
severely or profoundly retarded sibling. 
They noted the importance attributed by 
siblings to the attitudes and behaviors of 
their parents in creating a home environ- 
ment that was not primarily focused on 
their brother or sister, but rather fostered 
the development of all family members. 

In a more recent study, Zetlin (1986) 
used participant observation methods to 
study the sibling relationships of 35 adults 
with mild retardation. She identified five 
kinds of sibling relationships based on the 
affective quality of the relationships, fre- 
quency of contact, and level of involve- 
ment. The relationships ranged from 
siblings who assumed surrogate parent 
roles (almost daily contact and oversight 
of both major and minor daily events) to 
siblings who maintained virtually no con- 
tact and had acrimonious relationships 
with their brother or sister with retarda- 
tion. Zetlin also found that these relation- 
ships were hierarchical, rather than 
egalitarian, sensitive to parental expecta- 
tions and influences, and involved a 
strong emotional dependency of the adult 
with retardation on his/her nonhandi- 
capped sibling. 

Begun (1989) studied the relation- 
ships between adolescent and adult 
females and their brother or sister with 
retardation. She found that these relation- 
ships were generally described as posi- 
tive, but not intimate, supporting the affect 
neutrality model offered by Miller (1974). 
She also reported that the quality of the 
sibling relationships was affected by the 
living arrangements of the siblings. Those 
who coresided had higher levels of con- 
flict than those who lived apart. 

Purpose of the Study 
The present analysis is based on a 

longitudinal investigation of parental care- 
givers of adults with retardation living at 
home (Seltzer & Krauss, 1989). In earlier 
analyses, it was reported that siblings 
constituted about a quarter of the mem- 
bers of the informal support networks of 
the adults with retardation living with their 
parents (Krauss & Seltzer, 1989). It was 
also found that mothers most often 
named one of their other children as the 
person who would assume responsibility 
for the care of their retarded adult child 
when she was no longer able to continue 
in this role (Krauss, 1990). Thus, the 
affective and instrumental role of siblings 
within this cohort of families is important 
both for the adult with retardation and for 
his/her mother. 

Specifically, three objectives are 
addressed. The first objective is to pro- 
vide descriptive information about the 
instrumental and affective involvement of 
siblings in the lives of adults with mental 
retardation. The second objective is to 
identify whether there are identifiable dif- 
ferences in aspects of the "family life 
space" (Ross & Dalton, 1981) associated 
with different levels of sibling involvement 
with their retarded brother or sister. The 
third objective is to determine whether 
there is a direct relation between the level 
of sibling involvement and maternal well- 
being. 

Applied Orientation 
of the Study 

As mothers who care for their adult 
children with retardation age, the family 
often comes to the attention of service 
providers in the aging network or the 
developmental disabilities service system. 
Contact frequently occurs during familial 
crises or transitions. For example, an 
elderly mother, the primary caregiver for 
her adult child, is hospitalized or dies 
unexpectedly. In another example, the 
elderly parents arrange for the placement 
of their son or daughter with mental retar- 
dation into a group home in response to 
their functional decline. At such times of 
crisis or transition, it is necessary for 
agency personnel to mobilize all of the 
resources of the family, including those of 
the siblings of the adult with retardation. 
This article examines the relationships 
among mothers and their adult children 
with and without mental retardation in 
order to enhance the ability of agency 
personnel in both the aging network and 
the developmental disabilities service 
system to respond to aging families with a 
member with mental retardation. 

Method 

Sample 
This analysis was based on data 

from a longitudinal study of 462 families 
who provide in-home care for an adult 
child with mental retardation. Families 
met two criteria in order to participate: (a) 
The mother was age 55 or older, and (b) 
the son or daughter with mental retarda- 
tion lived at home with her at the time of 
study recruitment. Half of the families 
lived in Massachusetts (n = 227) and half 
lived in Wisconsin (n = 235). The sample 
for this article consisted of 411 families 
for whom complete data were available 
on the variables used in this analysis. The 
mothers ranged in age from 55 to 85 (X = 
64.86 years). Their sons and daughters 
with retardation ranged in age from 15 to 
66 (mean = 33.54 years). More than one 
third had Down syndrome. Fully 93.2% of 
the families had a child other than the son 
or daughter with retardation. 

Data Collection 
For this longitudinal research project, 

each family is visited four times over a 5- 
year period. The present cross-sectional 
analysis was based on the Time 1 data 
set, which consists of maternal responses 
to an in-depth interview and self-adminis- 
tered questionnaires. Identical subject 
recruitment and data collection proce- 
dures were used in Massachusetts and 
Wisconsin. 

Measures 
The data set used includes mea- 

sures of four units of analysis: (a) the 
adult with mental retardation, (b) the fami- 
ly, (c) the mother, and (d) the siblings of 
the adult with retardation. 

To assess the adults with retardation, 
three measures of functional and health 
status (level of retardation, health status, 
and functional abilities) were used. Level 
of retardation was categorized on the 
basis of agency records as mild/moderate 
(coded as 1, 79%) or severe/profound 
(coded as 0, 21%). Physical health status 
of the adult with retardation was mea- 
sured by maternal report using a 4-point 
scale, with 0 signifying poor and 3 signify- 
ing excellent health (X = 2.33, SD = .74) . 
Functional abilities were measured by the 
revised Barthel Index (Mahoney & 
Barthel, 1965), a 31-item scale of person- 
al and instrumental functional skills. Each 
item is scored on a 4-point scale of inde- 
pendence, with higher scores indicating 
greater personal independence (X = 
60.83, SD = 10.62). The alpha reliability 
for the revised Barthel Index for this sam- 
ple was .93. 

July 1991 FAMILY RELATIONS 311 



The instrumental support provided to 
the adult with retardation was also mea- 
sured. For each item in the Barthel Index 
which the adult did not perform fully inde- 
pendently, the person(s) who provided 
the needed assistance were identified. 
Among the possible sources of assis- 
tance were the mother and siblings. 

To assess the family's social climate, 
the Family Environme-it Scale (FES) 
(Moos, 1974) was used. The FES mea- 
sures the emotional climate of the family 
(3 subscales), the values/orientations of 
the family (5 subscales), and the organi- 
zational style of the family (2 subscales). 
The alpha reliability across the 10 sub- 
scales averaged .76 for the present sam- 
ple. 

To assess maternal well-being, four 
indices were used. Maternal physical 
health was self-rated using a 4-point 
scale identical to that described above for 
the adult with retardation (X = 1.98, SD = 
.76). Maternal life satisfaction was mea- 
sured using the Philadelphia Geriatric 
Center (PGC) Morale Scale, which 
defines life satisfaction as a "basic sense 
of satisfaction with oneself, a feeling that 
there is a place in the environment for 
oneself, and an acceptance of what can- 
not be changed" (Lawton, 1972, p. 148). 
The PGC is a 22-item scale, with each 
item answered yes (with a score of 1) or 
no (with a score of 0). Higher scores indi- 
cate higher morale/life satisfaction. The 
alpha reliability coefficient for the PGC 
subscales ranged from .64 to .74 for this 
sample. The sample mean was 13.01, 
with a standard deviation of 4.16. Mater- 
nal burden of care was assessed by the 
Zarit Burden Scale, which defines burden 
as problems with the "caregiver's health, 
psychological well-being, finances, social 
life, and the relationship between the 
caregiver and the impaired person" (Zarit, 
Reever, & Bach-Peterson, 1980, p. 651). 
Each of the 29 items is answered using a 
3- point scale, ranging from 0 (not at all 
true) to 2 (extremely true). Higher scores 
indicate more burden. Alpha reliability for 
the present sample was .91. The mean 
for this sample was 29.10, with a stan- 
dard deviation of 6.86. Parenting stress 
was measured using the Questionnaire 
on Resources and Stress (Friedrich, 
Greenberg, & Crnic, 1983). This is a 52- 
item scale, with each item answered yes 
(with a score of 1) or no (a score of 0). 
Higher scores indicate more stress. Alpha 
reliability for the present sample was .89. 
The sample's mean was 17.46, with a 
standard deviation of 9.16. As reported 
elsewhere (Seltzer & Krauss, 1989), while 
the four indices of maternal well-being are 
interrelated, their predictors are different, 
suggesting that combining the indices into 
a single construct is not warranted. 

Regarding the siblings' involvement 
in the lives of the adult with retardation, 
six measures were used. These mea- 
sures are described in Table 1 and are 
derived from the following information: 
family composition, the pattern of provi- 
sion of instrumental support by siblings to 
the adult with retardation, and the compo- 
sition and activity of the informal support 
network of the adult with retardation. The 
informal support network was measured 
using Antonucci and Akiyama's (1987) 
Convoy Model which conceptualizes 
informal support as a "protective layer... 
of family and friends who surround the 
individual and help in the negotiation of 
life's challenges" (p. 519). The mother 
identified the people in her son/daughter's 
life with whom she has a special bond 
because of birth, geographical proximity, 
or friendship. For each of 10 possible net- 
work members, the following information 
was collected: the relationship of the net- 
work member to the adult with retarda- 
tion, gender, age, geographic proximity to 
the adult with retardation, frequency of 
contact, whether the network member 
provided any of six types of affective sup- 
port to the adult with retardation, and 
whether the adult with retardation provid- 
ed any of these types of affective support 
to the network member. The six types of 
affective support were: (a) serving as a 
confidante, (b) providing reassurance, (c) 
providing respect, (d) providing care 
when ill, (e) listening when one is upset, 
and (f) discussing health matters. 

The mother served as the respon- 
dent for the information on her son or 
daughter's informal support network in 
lieu of the adult with retardation. This 
method of data collection was selected 
because of the poor reliability and validity 
of information provided by a person with 
retardation, given the complexity of infor- 
mation required (Sigelman, Budd, Winer, 
Schoenrock, & Martin, 1982). While the 
use of the mother as the respondent was 
a limitation in the study's methodology, it 
was seen as the only viable strategy for 
obtaining information about this very 
important domain of her son or daughter's 
social life. 

The Antonucci Convoy Model 
(Antonucci & Akiyama, 1987) was also 
used to collect information from the moth- 
ers regarding their own social support 
networks. In the present analysis, data 
from this domain were used to construct 
measures of the number of affective sup- 
ports exchanged between the siblings 
and the mothers. 

Data Analysis 
Descriptive statistics were used to 

address the first research objective (i.e., 
description of patterns of sibling involve- 

ment). For this research objective, data 
from the sample members from Mas- 
sachusetts and Wisconsin were pooled. 
In order to examine the second research 
objective (i.e., the relationship between 
sibling involvement and family character- 
istics), a series of two-way analyses of 
variance were conducted, with the two 
independent variables being the level of 
sibling involvement (no siblings, no 
involved siblings, involved siblings) and 
state (Massachusetts and Wisconsin). 
State was included as an independent 
variable in this analysis in order to identify 
any siblirNg-by-state interaction effects. 
The third research objective (i.e., the rela- 
tionship between sibling involvement and 
maternal well-being) was addressed by 
bivariate correlations. For this research 
objective, the analyses were conducted 
on the sample members in each state 
separately and then for both states 
together in order to determine if different 
patterns of relationships were characteris- 
tic of the samples from the two states. 

Several strategies were considered 
in order to limit Type I error for the sec- 
ond research objective, given the large 
number of dependent variables consid- 
ered for this analysis. These strategies 
included multivariate analysis of variance 
(MANOVA), Bonferroni adjustments, and 
reduction of alpha level to .01. MANOVA 
was not used as a strategy to limit Type I 
error because this research objective was 
not ideally addressed in the context of an 
overall multivariate model. According to 
Huberty and Morris (1989), there are a 
number of situations in which the conduct 
of multiple ANOVAs is a preferred analyt- 
ic strategy to MANOVA, including when 
there is no interest in seeking a linear 
composite of the dependent variables and 
when the dependent variables are select- 
ed from theoretically unrelated domains, 
both of which are characteristic of the 
present analysis. An alternative strategy 
to reduce Type I error is to make a Bon- 
ferroni adjustment for each domain. How- 
ever, this approach was not used 
because, with the unequal number of 
variables in each domain, a different 
alpha level for each domain would have 
been required. A third approach, and the 
one chosen for the present analysis, is to 
reduce the level of significance from .05 
to .01. This adjustment has the advan- 
tage of a conservative correction that is 
applied consistently across domains. Fur- 
ther, it is the strategy used in previous 
analyses of these data (Seltzer & Krauss, 
1989, 1990). 

Results 
The first research objective was to 

provide descriptive information regarding 
the pattern of siblings' involvement in the 
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Table 1. 
Measures of Sibling Involvement 

Variable Definition 

Level of sibling involvement Group 1 = families with no siblings other than the adult 
with mental retardation (n = 28) 

Group 2 = families with siblings who provide no 
instrumental or affective support to the adult with 
mental retardation (n = 77) 

Group 3 = families with involved siblings (affective or 
instrumental support) (n = 352) 

Percentage of siblings in the informal Number of ajblings in the network/total number of 
support network of the adult with siblings (X = 66.58, SD = 41.37) 
mental retardation 

Percentage of the informal support Number of siblings in the network/total number of 
network of the adult with mental network members (X = 28.60, SD = 21.29) 
retardation who are siblings 

Supportiveness of siblings to the adult Number of supports (0-6) provided by siblings in the 
with mental retardation network to the adult with mental retardation 

(summed across the siblings in the network) 
(7= 2.94, SD= 2.01) 

Supportiveness of the adult with mental Number of supports (0-6) provided by the adult with 
retardation to the siblings mental retardation to siblings in his/her network 

(summed across the siblings in the network) 
(3= 1.32, SD= 1.58) 

The most involved sibling The sibling who provided the greatest number of 
supports to the adult with retardation. If only one 
sibling was included in the network, he/she was 
designated as the most involved sibling. If multiple 
siblings provided equal support, the one to whom 
the adult with mental retardation provided the most 
support was selected. 

Provision of instrumental support by Scored 1 if at least one sibling provides help with at 
sibling to the adult with retardation least one ADL task for which the adult with 

retardation needs help, and 0 if no help is given 
(3= .20, SD=.40) 

lives of adults with mental retardation who 
live with their mothers. As noted earlier, 
nearly all the adults with retardation 
(93.2%) in the sample had at least one 
living sibling. The average number of sib- 
lings per family (in those families in which 
there were siblings) was 2.9, in addition 
to the adult with retardation. The siblings 
averaged 36.6 years of age and about 
half (50.3%) were female. Most were 
married (70.5%) and lived away from their 
parents' home. However, in 20.7% of the 
sample, at least one other sibling lived in 
the parental home at the time of the 
study. Thus, most adults with mental 
retardation were found to have siblings 
who could potentially provide them with 
instrumental and affective support. 

Only 28 families had no living child 
other than the adult with retardation. 
These families were included in the pres- 
ent analysis for contrast purposes. While 
in 4 of these families, another child had 
died prior to the onset of the research, in 
the remaining 24 families, the adult with 
retardation had always been the only 
child in the family. 

The nature of sibling involvement in 
the families in which there were siblings 
was examined. Two types of sibling 
involvement wePe investigated: instru- 
mental and affective support. Only about 
one fifth of the adults with retardation 
(20.1%) received any instrumental sup- 
port from their siblings, with the most fre- 

quent help being errands and home 
repairs (received by 9.1% and 8.2%, 
respectively, of those adults who needed 
help with these tasks). Coresidence of 
siblings was clearly implicated in 
increased levels of instrumental support 
provision. Specifically, sibling provision of 
instrumental support was more likely in 
families in which at least one sibling lived 
at home (40%) than in families with no 
siblings living at home (14.5%, X2 (1, N= 
382) = 25.18, p < .001). 

In contrast to the relatively low level 
of instrumental support provided by sib- 
lings, fully 80.2% of the adults with retar- 
dation received affective support from at 
least one sibling. On average, two thirds 
(66.6%) of the total number of siblings in 
a family were identified as members of 
the social support network of the adult 
with retardation. Thus, while the provision 
of affective support was the norm in these 
families, siblings were less likely to pro- 
vide instrumental support. 

The reciprocity of affective support 
exchanged between the adult with retar- 
dation and those siblings who were mem- 
bers of his/her informal support network 
was also examined. Of the six types of 
affective support that could have been 
exchanged by the adult with retardation 
and his/her siblings, the average number 
provided by the adult with retardation to 
his/her siblings was 1.3, while the aver- 
age number provided by siblings to the 

adult was 2.9. Thus, considerably more 
affective support was provided by siblings 
to the adult with retardation than the 
reverse. By way of contrast, much greater 
parity in the exchange of affective support 
and a higher rate of exchange was 
observed between the siblings and the 
mother, with the mother providing 4.1 
types of support to her nonhandicapped 
adult children (the siblings of the adult 
with retardation) who were included in her 
network and her adult children providing 
an average of 3.5 types of support to their 
mother. 

For all families in which there was 
some sibling involvement with the adult 
with retardation, one sibling was identified 
as "the most involved" (see Table 1 for 
the definition). The most involved sibling 
in the family was more likely to be a sister 
(64.2%) than a brother (35.8%), and more 
likely to be the same sex as the a-dult with 
retardation (54.4%) than the opposite sex 
(45.6%). Among opposite sex pairs, sis- 
ters were more likely to be the most 
involved sibling for a brother with retarda- 
tion (71.4% of all opposite sexed sibling 
pairs) than were brothers for a sister with 
retardation (28.6%). In about two thirds of 
the cases (66.4%), the most involved sib- 
ling was older than the adult with retarda- 
tion. It was generally the case (in 82.7% 
of the families) that the most involved sib- 
ling lived within a one hour's drive from 
the family home, and most (75.6%) had at 
least weekly contact (in person or by tele- 
phone) with the adult with retardation. 

The second research objective 
addressed the extent to which different 
levels of sibling involvement were associ- 
ated with characteristics of the adult with 
retardation, the family social climate, and 
maternal well-being. Three groups of fam- 
ilies were compared: (a) those who had 
no living children other than the adult with 
retardation (n = 28), (b) those with sib- 
lings who were not involved with the adult 
with mental retardation (n = 70), and (c) 
those with involved siblings (n = 313). For 
this second research objective, involve- 
ment (i.e., membership in Group 3) was 
defined as having at least one sibling who 
either provided instrumental assistance to 
or was included in the informal support 
network of the adult with retardation. 
Comparisons among these three groups 
of families are reported in Table 2. 

As shown in Table 2, there were a 
great many differences associated with 
sibling involvement. Regarding back- 
ground characteristics of the adults with 
retardation and their families, those adults 
who had no siblings (Group 1) tended to 
be the oldest, had the lowest functional 
abilities in the sample, the poorest physi- 
cal health, and their mothers were the 
least likely to be currently married. There 
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Table 2. 
Differences Among Families with No Siblings, No Involved Siblings, and Involved Siblings 

.Massachusetts Wisconsin Analysis of Variance 
No No Involved Involved No No Involved Involved 

Siblings Siblings Siblings Siblings Siblings Siblings Involvement State Interaction 
Variable (n= 12) (n= 45) (n= 155) (n= 16) (n=25) (n= 158) F F F 

Characteristics of the adults with mental retardation 
Gendera 0.50 0.51 0.48 0.56 0.60 0.42 1.23 0.31 0.71 
Age (in years) 40.04 35.60 34.19 35.12 32.37 31.85 5.07* 13.19** 0.55 
Down syndromeb 0.08 0.33 0.37 0.44 0.28 0.45 1.55 2.67 1.71 
Level of retardationC 0.58 0.76 0.88 0.75 0.76 0.75 2.00 4.47 2.13 
Functional abilitiesd 50.46 59.11 62.95 56.19 57.04 61.09 10.77** 1.80 1.74 
Physical healthe 1.83 2.27 2.46 1.88 2.24 2.30 7.14** 3.04 0.42 

Family sociodemographic characteristics 
Incomef 19.59 17.06 22.44 22.35 26.70 24.86 1.17 5.83 1.56 
Mother's age (in years) 69.33 67.09 65.76 68.50 63.12 64.56 4.45** 6.29 1.28 
Mother's level of educationg 0.08 0.11 0.15 0.25 0.16 0.16 0.17 0.56 0.64 
Marital status of motherh 0.42 0.49 0.63 0.44 0.84 0.77 5.20* 13.14** 1.78 
Mother's employment statusi 0.08 0.20 0.30 0.31 0.32 0.25 0.40 0.01 2.00 

Family social climatei 
Cohesion 6.67 7.24 7.92 7.25 6.28 8.03 17.87** 0.04 8.76** 
Expressiveness 4.92 4.64 5.96 5.00 4.36 5.78 16.72** 0.97 0.10 
Conflict 2.08 1.69 1.72 1.38 1.88 1.35 0.49 3.81 1.11 
Independence 6.75 6.89 7.28 6.00 6.48 7.35 8.66** 0.17 1.44 
Achievement 6.33 5.22 5.46 4.56 4.80 5.59 1.93 0.20 3.82 
Intellectual/cultural 6.58 5.27 6.05 5.69 5.32 6.19 4.11 0.06 0.71 
Active/recreational 4.50 3.98 5.31 3.75 4.20 5.12 10.31** 0.54 0.49 
Moral/religious 6.33 6.29 6.41 6.88 6.24 7.22 1.70 12.52** 1.43 
Organization 6.75 6.64 6.96 7.19 6.60 7.41 2.65 4.88 0.58 
Control 5.33 4.71 4.26 4.81 4.76 4.59 2.50 2.02 0.97 

Maternal well-being 
Physical healthe 1.58 1.96 1.99 1.44 2.00 2.04 6.14* 0.24 0.22 
Life satisfactionk 11.00 10.73 12.90 12.06 13.20 13.97 6.74** 10.24** 0.81 
Burden' 32.92 31.07 28.43 30.06 33.20 28.38 7.70** 0.21 0.70 
Stressm 19.42 20.73 16.95 17.81 21.80 16.16 7.17** 0.38 0.33 

a 0 = male, 1 = female. 
b 0 = other, 1 = [own syndrome. 
c 0= severe/profound, 1 = mild/moderate. 
d Measured by the Barthel Index. 
e 0 = poor, 1 = fair, 2 = good, 3 = excellent. 
f In thousands. 
9 0 = less than a college degree, 1 = college degree or higher. 
h = not married, 1 = married. 

0 = not employed, 1 = employed. 
Measured by the Family Environment Scale. 

k Measured by the PGC Morale Scale. 
I Measured by the Zarit Burden Scale. 
m Measured by the Questionnaire on Resources and Stress-F. 
*p<.01. **p<.001. 

were no differences among the three 
groups in the gender of the adult with 
retardation, the likelihood that he/she had 
Down syndrome, his/her level of retarda- 
tion, the family's income, or the mother's 
level of education or employment status. 

There were also many significant dif- 
ferences among the three groups with 
respect to the family's social climate. 
Families in which the only child was the 
adult with retardation (Group 1) were sig- 
nificantly less likely to value indepen- 
dence and active recreational activities 
than the other groups of families, while 
those with no involved siblings (Group 2) 
were less expressive than the other fami- 
lies. There was a significant interaction 
effect (involvement by state) with respect 
to the family's level of cohesion, with fam- 
ilies who had no children other than the 
adult with retardation (Group 1) the least 
cohesive in Massachusetts, while in Wis- 
consin, the families with no involved sib- 
lings (Group 2) were the least cohesive. 
On all of these dimensions, the families 
with involved siblings (Group 3) had the 

highest scores of the three groups, indi- 
cating high levels of cohesion and 
expressiveness; more strongly held val- 
ues regarding independence, achieve- 
ment, and active recreational activities; 
and higher levels of family organization. 

The three groups also differed signifi- 
cantly in the mother's level of well-being. 
Mothers who had no living children other 
than the adult with retardation (Group 1) 
tended to be in poorer health than the 
other groups and were the least satisfied 
with their lives. Mothers who had no 
involved children (Group 2) tended to 
report the most burden and stress associ- 
ated with caregiving. In all of these com- 
parisons, the mothers whose other 
children were involved with the adult with 
retardation (Group 3) reported the most 
favorable well-being, indicating better 
health and morale, less burden, and less 
stress associated with caregiving. 

While the subject recruitment and 
data collection procedures were identical 
in the two states, there were a number of 

significant differences between the fami- 
lies in Massachusetts and Wisconsin. As 
shown in Table 2, the adults with retarda- 
tion in Massachusetts were older than 
those in Wisconsin. Families in Wisconsin 
were more likely to espouse moral and 
religious values than the families in Mas- 
sachusetts. Also, mothers in Wisconsin 
were more satisfied with their lives. 
Although these analyses indicate a num- 
ber of absolute differences between the 
samples in the two states, the pattern of 
differences among the three groups in the 
two states was the same, with one excep- 
tion. The exception was family cohesion, 
for which a significant interaction effect 
was found, as described above. Thus, 
with this one exception, the findings 
regarding the relationship of sibling 
involvement to family functioning and 
maternal well-being were the same in the 
two states: the involvement of siblings in 
the affective or instrumental support of 
the adult with retardation was associated 
with favorable family and maternal out- 
comes. 
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Table 3. 
Relationship Between Sibling Involvement and Maternal Well-Being 

Physical Life 
Health Satisfaction Stress Burden 

Sibling Involvement with 
the Adult with Retardation 

Percent of siblings in the network 
Massachusetts .060 .182* -.184* -.203* 
Wisconsin .098 .070 -.21 0** -.287** 
Both .079 .149* -.1 97** -.236** 

Percent of network who are siblings 
Massachusetts -.085 .173 -.134 -.159 
Wisconsin .035 .126 -.217* -.273** 
Both -.025 .1 63** .1 77** -.209** 

Number of affective supports 
provided by siblings to adult 

Massachusetts .063 .252** -.239** -.200* 
Wisconsin .125 .159 -.354** -.298** 
Both .095 .227** -.295** -.241 ** 

Number of affective supports 
provided by adult to siblings 

Massachusetts .089 .135 -.275** -.175 
Wisconsin .112 .172 -.365** -.290** 
Both .104 .1 72** -.324** -.226** 

Sibling provision of instrumental 
support to adult 

Massachusetts -.043 .087 -.052 .015 
Wisconsin -.132 .076 -.120 -.202* 
Both -.086 .087 -.084 -.113 

Sibling Involvement with the Mother 

Number of supports provided by siblings 
to mother 

Massachusetts -.016 .062 -.050 -.038 
Wisconsin .041 .024 -.004 .002 
Both .014 .057 -.031 -.020 

Number of supports provided by mother 
to siblings 

Massachusetts -.010 .104 -.036 -.090 
Wisconsin .066 .017 -.002 .004 
Both .026 .066 -.020 -.024 

*p<.01. **p<.001. 

The third research objective offered a 
more fine-grained examination of the rela- 
tionship between sibling involvement and 
maternal well-being. For this question, the 
study's four indices of maternal well-being 
(physical health, life satisfaction, stress, 
and burden) were correlated with seven 
indices of sibling involvement. All seven 
indices were measures of the participa- 
tion of siblings in the informal support net- 
work of the adult with retardation or of the 
mother. The seven indices were: (a) the 
percentage of siblings who are members 
of the informal support network of the 
adult with retardation, (b) the percentage 
of the social support network of the adult 
with mental retardation that is composed 
of siblings, (c) the number of affective 
supports provided to the adult with retar- 
dation by siblings who were network 
members, (d) the number of affective 
supports provided by the adult with retar- 
dation to siblings who were network 
members, (e) the provision of instrumen- 
tal support to the adult with retardation by 
at least one sibling, (f) the number of 
affective supports provided to the mother 
by her adult children (the siblings of the 
adult with retardation) included in her net- 
work, and (g) the number of affective sup- 

ports provided by the mother to her chil- 
dren included in her network. The analy- 
ses for the third research objective 
included all families in which the adult 
with retardation had at least one sibling, 
regardless of level of involvement (n= 
383). 

As shown in Table 3, none of the 
seven indices of sibling involvement with 
the adult with retardation was related to 
the physical health of the mother. In con- 
trast, sibling affective involvement was 
significantly related to the other three 
measures of maternal well-being. Moth- 
ers whose adult children-including the 
adult with retardation-were affectively 
supportive of one another were signifi- 
cantly more satisfied with their lives and 
felt significantly less stressed and less 
burdened by their caregiving responsibili- 
ties than mothers whose adult children 
were less supportive of their brother or 
sister with mental retardation. Further, 
Wisconsin mothers of adults who 
received instrumental support from a sib- 
ling felt less burdened than those whose 
other children provided no instrumental 
support. Interestingly, maternal well-being 
was unrelated to the extent of affective 
support exchanged between the mother 

and her adult children. While there were 
some differences in the findings of the 
correlational analyses in Massachusetts 
and Wisconsin, the overall pattern of 
results was similar in the two states. 

Discussion 
The results of this study provide 

important information about the nature of 
sibling relationships for adults with mental 
retardation, the association between fami- 
ly environmental characteristics and sib- 
ling relationships, and the effect of sibling 
relationships on older mothers who con- 
tinue to provide care to an adult child with 
a lifelong disability. First, the results 
reveal the ongoing pattern of involvement 
of siblings with their adult brother or sister 
with retardation who resided at home. 
While Lamb (1982) has discussed the 
lifelong emotional support exchanged 
among siblings in general, the findings of 
the present study suggest that a compa- 
rable emotional involvement is the norm 
in adult siblingships in which one has 
mental retardation. In the majority of fami- 
lies, siblings provided affective support to 
their brother or sister with retardation, as 
most (67%) were members of the social 
support networks of the adults with retar- 
dation. The study also found, however, an 
imbalance in the exchange of affective 
support between the sibling and the adult 
with retardation, with siblings giving more 
than twice the support they get back. This 
finding is consistent with Begun's (1989) 
and Zetlin's (1986) research regarding 
the lack of reciprocity among siblings 
when one has a significant disability. 

On the other hand, considerably less 
instrumental than affective support was 
found to be provided by siblings to their 
adult brother or sister with mental retarda- 
tion. Siblings were much less likely to 
help their brother or sister with retardation 
with daily tasks and self-care activities 
(i.e., instrumental support) than they were 
to provide affective support. Rather, the 
parents, with whom the adults with retar- 
dation lived, provided most of the instru- 
mental supports (Krauss, 1990). This 
pattern of adult siblings "caring at a dis- 
tance" was noted over 20 years ago by 
Adams (1968) and appears to be particu- 
larly applicable in situations in which one 
sibling has a lifelong disability. 

In some families (27%), there was 
only one involved sibling. While this per- 
son was designated as "the most involved 
sibling" by default, in most families (73%), 
there were two or more involved siblings, 
one of whom was determined to be the 
most involved. The profile of the most 
involved sibling was as follows: He or she 
was typically older than the adult with 
retardation, lived near the family home, 
and had at least weekly contact in person 
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or by telephone with the brother or sister 
with retardation. While the most involved 
sibling was more likely to be the same 
sex as the adult with retardation, among 
opposite sex pairs, sisters were more 
likely to be the most involved sibling for a 
brother with retardation than the reverse. 
These findings are consistent with past 
research about the differential likelihood 
of female versus male family caregivers 
(Barusch & Spaid, 1989; Grossman, 
1972; Young & Kahana, 1989; Zarit, 
Todd, & Zarit, 1986). 

Second, the extent to which siblings 
are involved in their families was found in 
this study, as in past research, to be relat- 
ed to family dynamics. Families in which 
there were high levels of sibling involve- 
ment with the brother or sister with retar- 
dation tended to be more expressive and 
cohesive, more oriented toward achieve- 
ment and independence, and more likely 
to participate in active recreational activi- 
ties than families with lower levels of sib- 
ling involvement. The findings suggest a 
strong relationship between the family 
environment and sibling interpersonal 
relationships, even at this stage of life. 
Although most siblings were married, liv- 
ing away from the parental home, and 
nearing middle age, the social climate of 
their family of origin was found to be relat- 
ed to their involvement with their brother 
or sister with retardation. The direction of 
effects among these dimensions of family 
social climate and sibling involvement 
was not addressed by this study. 

Third, the level of involvement 
among siblings with their brother or sister 
with retardation was also related to the 
mothers' well-being. Mothers whose non- 
retarded children were involved with their 
child with retardation tended to have bet- 
ter health and life satisfaction, and less 
burden and stress associated with care- 
giving than mothers whose nonretarded 
children were less involved or mothers 
who had no children besides the adult 
with retardation. Specifically, the mothers 
who had no other child other than the 
adult with retardation (Group 1) were in 
the poorest health and were the least sat- 
isfied with their lives in general. The 
mothers whose other children were not 
involved with the adult with retardation 
(Group 2) experienced the most stress 
associated with caregiving and felt the 
most burdened by the caregiving role. 

It was noteworthy that the involve- 
ment of the mother with her nonretarded 
children (with whom there was a greater 
parity in the level of affective support pro- 
vided) was less strongly related to her 
well-being than was the involvement of 
her nonretarded children with her son or 
daughter with retardation. These results 
can best be understood within a family 

systems theory framework. According to 
family systems theory (Carter & 
McGoldrick, 1980; Unger & Powell, 1980; 
Walsh, 1980), the relationship between 
any dyad in the family has an effect on 
other family members. Thus, the mothers 
in this sample appear to be positively 
affected by the relationship between the 
adult with retardation and his/her siblings, 
even more so than by her own relation- 
ship with her nonretarded adult children. 
While the family systems framework is 
relevant for the research questions and 
findings of this study, a limitation is that 
all data were collected from the mothers 
and consequently the perspectives of 
other family members (e.g., fathers and 
siblings) remain unknown. Nevertheless, 
the findings provide information about the 
pattern of relationships among a subset 
of the family (i.e., the mother, the adult 
with retardation, and the siblings). 

These results are also interesting in 
conjunction with Aquilino's (1990) findings 
that, within the general population, mater- 
nal well-being is not negatively affected 
by the coresidence of unlaunched adult 
children. In an earlier report (Seltzer & 
Krauss, 1989), we noted that our sample 
of caregiving mothers was healthier and 
had better morale than did other samples 
of caregivers for elderly persons and 
reported no more burden or stress than 
did other caregivers. The present analysis 
suggests that enhanced maternal well- 
being is associated with the active 
involvement of her other children in the 
life of her adult child with mental retarda- 
tion, a finding with considerable impor- 
tance for family support policies and 
programmatic concerns. 

Implications for Practice 
This study highlights for practitioners 

the role of siblings in families with a mem- 
ber with retardation and helps to broaden 
the focus of family intervention from 
mothers to the system subset of mothers 
and their adult children. Given the preva- 
lence of lifelong family-based care for 
persons with mental retardation, the roles 
assumed by parents, siblings, and other 
extended family members deserve con- 
siderably more programmatic attention. 
This research suggests that siblings 
occupy a pivotal position within the family, 
despite the fact that they generally do not 
live in the parental home, typically have 
their own family and employment respon- 
sibilities, and are infrequently involved in 
daily caregiving for their dependent broth- 
er or sister. Rather, their role appears to 
revolve more predominantly around the 
provision of affective support to their adult 
brother and sister, and by extension, to 
their aging mothers, who had better well- 
being when their other children were 

involved. It is possible that program 
providers can have a positive impact on 
the psychological health of the mothers 
by supporting and encouraging the affec- 
tive involvement between siblings and 
their brothers and sisters with retardation. 
In addition, practitioners should recognize 
that mothers who have no other children 
besides the adult with retardation or 
whose other children are not involved are 
at particular risk for poor psychological 
health. 

While this study did not examine 
changes over time in patterns of family 
responsibility, it is possible that as par- 
ents age, the balance of responsibility for 
support for the family member with retar- 
dation will shift from parents to siblings, 
who are the "next generation" of care- 
givers. It is also possible that in the 
future, siblings may have to assume 
responsibility for the care of their aging 
parents as well as their brother or sister 
with retardation (Bank & Kahn, 1975; 
Goetting, 1986). Their willingness and 
capacity to expand their roles is unknown, 
but warrants considerable attention by 
program providers serving aging families 
with an adult dependent member. 

These results suggest that siblings 
need to be actively involved in the devel- 
opment and implementation of long-term 
care plans for adults with mental retarda- 
tion. Practitioners may be able to ease 
the stress associated with the inevitable 
separation of the mother and the adult 
child with retardation by reinforcing the 
involvement of the siblings with the broth- 
er or sister. Elsewhere (Krauss, 1990), 
we have noted that the majority of the 
mothers in this longitudinal study believed 
that a sibling will take responsibility for 
the adult with retardation when she is no 
longer able to do so. Given these mater- 
nal assumptions (which may or may not 
be shared by the sibling), it is critical that 
practitioners continue to support the pat- 
tern of sibling interaction and involve- 
ment. 

The evidence from this study sug- 
gests that most families who are still pro- 
viding care for an adult with retardation 
have multiple involved members. This 
larger constellation of family members 
represents a significant "resource" to the 
adult with retardation and to the public 
and private agencies who provide ser- 
vices to these families. Like all resources, 
however, some degree of conservation 
and protection is needed. For family ser- 
vice agencies, the needs of siblings-for 
information, support, and guidance- 
should command increased attention. 
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