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ABSTRACT
TITLE: THE MEANINGS ELDERLY PARENTS OF DEPENDENT ADULT
CHILDREN WITH DEVELOPMENTAL DISABILITIES GIVE TO
THEIR LONG-TERM PARENTING EXPERIENCES
STUDENT: JENNIFER MARGARET SCHALLER-AYERS

APPROVED:

—

The purpose of this study was to describe: The meanings elderly parents
attribute to their life-long parenting of and caregiving to their dependent adult
children; how those meanings have changed over time; current parenting and
caregiving concerns identified by these parents; and how these concerns impact the
day to day life of these parents.

A qualitative design was chosen and intensive interviewing as described by
Lofland and Lofland (1984) was used to collect data. The sample consisted of 18
parents, age 60 years and over, who continue to parent their dependent adult children
with developmental disabilities. The 18 parents represented 12 families. Parents
labeled what they were doing as parenting and objected to the labels caregiver and
provider to describe their role. Themes identified from the units "meaning" and
“"relationships" were the meaning of being a parent of a dependent adult child; the
pérents’ perceptions of the meaning of being a dependent adult child; the relationship
between parent and dependent adult child; and the parents’ perceptions of the
relationship between dependent adult children and their other children. From these

themes the theme of lack of developmental closure was synthesized. An additional

ix



unit was developed that of "sources of support." In comparing formal and informal
sources of support, parents believed that informal sources of support were more
available, more consistent, and more trustworthy than formal sources of support. To
determine scientific rigor criteria for transferability, credibility, and adequacy were
used. Results are discussed and recommendations for nursing practice, policy, and

research are given.
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CHAPTER 1
PARENTS OF DEPENDENT ADULT CHILDREN WITH
DEVELOPMENTAL DISABILITIES

Nurses have provided services to developmentally disabled individuals and
their families in many capacities. For example, nurses have provided care to
developmentally disabled children who are residents in institutions and long term care
hospitals. Nurses have also provided services to families with developmentally
disabled members through such agencies as public and private schools, public health
departments, acute care hospitals, and health and habilitation clinics (Nehring, 1991).
Nurses and other health professionals now are beginning to provide services to aging
families who continue to care for dependent adult children with developmental
disabilities (hereafter referred to as dependent adult children).

Individuals who are developmentally disabled have severe, chronic disabilities
that are attributable to mental or physical impairments, or to combinations of mental
and physical impairments that manifest prior to age 22 (Developmental Disability Act
of 1984). Developmental disabilities result in functional limitations in at least three of
the following areas: Self-care, learning, mobility, capacity of independent living,
self-sufficiency, receptive and expressive language, and self-direction. Conditions
conventionally included under the umbrella definition of developmental disabilities
include cerebral palsy, autism, mental retardation, and epilepsy. The needs of
developmentally disabled individuals include lifelong, individually planned and

coordinated, interdisciplinary services (Stone & Newcomer, 1985).
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Historical Background

Research regarding children with developmental disabilities living with their
families began in the 1950s. In 1956 Schonell and Watts reported that the burden of
a mentally retarded child on the family was great enough to disrupt the normal family
routine and was perceived as a family problem. Parents of young children with
developmental disabilities reported experiencing "a great deal of expense, (mainly
medical), in trying to find amelioration for the child’s condition" (Schonell & Watts,
1956, p. 213). Parents were encouraged strongly to institutionalize their children and
it was believed that parents who did not institutionalize their child vacillated about this
decision for years (Caldwell & Guze, 1960). In the 1950s and 1960s state institutions
(training schools) for developmentally disabled children had long waiting lists and
many did not accept children prior to five years of age. Educational and support/
service programs in communities for families with developmentally disabled children,
both under and over age five years, were limited. Parents who continued to care for
their developmentally disabled children at home had to search constantly, usually
without success, for services; they often had to develop small specialized programs to
meet the needs of their children.

In Schonell and Watts’ (1956) study mothers reported a lack of educational and
occupational programs for their children, a need for help in providing care to their
child, a lack of knowledge and confusion regarding the causes of their child’s
disability, and a belief that their child would have a shortened life span while at the

same time being concerned about that the child would out-live his or her parents.
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Mothers also perceived that there was an increasing understanding of the public
towards children with developmental disabilities. Schonell and Watts (1956) further
reported that 54% (N=27) of the study population responded that the most pressing
problem was concern for the child’s future if one or both parents died prior to the
child. Many of these parents believed that their other children would not care for the
disabled sibling or that the provision of care would place an unfair burden on their
other children.

Current Background and Significance

The number of developmentally disabled persons over age 55 years in the
United States is approximately 196,000 (Jacobson, Sutton, & Janicki, 1985).
However, it is believed that under-reporting and under-use of social services by
families of older developmentally disabled individuals result in low estimates. Little
is known about the prevalence of specific developmental disabilities among adults; for
example, based upon current literature review there are no studies of prevalence after
age 20 years for autism and after age 50 years for cerebral palsy and epilepsy (Lubin
& Kiely, 1985).

Although developmentally disabled people have higher early mortality rates
than do the general population, the differences between the rates have been decreasing
in recent years (Lubin & Kiely, 1985). In 1983 Carter and Jancar reported that
mortality trends of the mentally disabled reflected those trends of the general
population. Lubin and Kiely (1985) speculate that the overall prevalence of

developmental disabilities is increasing and that the increase is related to decreased
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neonatal mortality, increased life expectancy, and improved health care and social
services. Jacobson, Sutton, and Janicki (1985) predict that because of reduced early
mortality, the number of older developmentally disabled individuals will increase by
39% from 1980 levels in the year 2000 and by 87% in the year 2020.

Older adults with developmental disabilities function within a wide range of
ability from complete independence to complete dependence when managing self care
needs. Dependent adults generally reside with a family member or in state
institutions, long term care facilities, group homes, or foster care. The number of
people residing in state institutions in the last 10 years has decreased because of court
ordered deinstitutionalization. In one study the percentage of dependent adult children
over 55 years of age residing with their families was 22% in California, 13% in
Massachusetts, and 10% in New York (Jacobson, Sutton, & Janicki, 1985). Although
knowledge of dependent adults is limited, even less is known about parents who
provide care to these individuals.

The phenomenon of caregiving by elderly parents to dependent adult children
may be significantly different from other situations involving elderly caregivers. This
difference may be related directly to the fact that for elderly parents caregiving is
inextricably linked to their parenting roles. Parents of dependent adult children have
been described by Engelhardt, Brubaker, and Lutzer (1988) as "individuals (who) not
only face the normative transition of entering the “old-old’ portion of their lives with
the accompanying health difficulties and increased need for assistance, but they are

also confronted with the additional strain of caring for their adult dependent” (p.
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191). Elderly parents must contend with the probability that the recipient of care will
outlive them. This phenomenon is the reverse of the usual caregiving situation in
which the caregiver is expected to outlive the recipient of care. Furthermore, elderly
parents may have caregiving responsibilities in addition to dependent adult children.
The most frequent caregiver to an elder individual is a spouse. If both parents reside
together and one is dependent, one parent could be providing care to both a spouse
and a dependent adult child. One study documents that 20% of elderly parents of
dependent adult children were also providing care to a second family member
(Seltzer, 1991a).

In 1991 a pilot study of elderly parents of dependent adult children was
undertaken in the Pacific Northwest (Schaller-Ayers). Although the participants were
not given the opportunity to confirm the findings,, and caution must be used in
interpreting the data, trends from this small data set did emerge. Parental caregiving
to a dependent adult child is a complex phenomenon which seems to be evidenced by
parental uncertainty, certainty and concern in the present and future for both
themselves and their dependent adult child. Concerns reported were related to health
of both parent and child, future residence for their dependent adult child, finding
appropriate adult activities, legislative changes, financial status, safety, and
manipulation of and reaction of others to their dependent adult child. Associated with
their parenting/caregiving role, parents reported feelings including love, fear, worry,
confinement, frustration, and isolation. Overall, the seven parents interviewed

believed that parenting and caregiving to a dependent adult child was a complex
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process that had "mind-boggling ramifications” (parent, personal interview), and
which required one to "hang tough" (parent, personal interview) and prepare for the
impact of potential changes.

Parents who were in the earlier studies of the 1950s and 1960s are now
approaching or are over 65 years of age, their children are in their 30s and over.
Many of these parents have been actively parenting/caregiving for three to five
decades. In contrast, the average duration of caregiving for elderly relatives is five
years (Stone, Cafferata, & Sangl, 1987). Because of a long history of preferring to
care for their child, and a desire to delay or avoid out-of-home placement for their
child, these parents will continue to care for their child for many more years.

Purpose of Study

Understanding what it means to be an elderly parent of a dependent adult
child, and having an awareness of the parents’ concerns and the contexts of their life
experiences would assist nurses in understanding the needs and lives of elderly
parents. With understanding and a greater awareness of life experiences, nurses
should be able to design interventions which can be tested for effectiveness and
efficacy. This study was proposed to be the first phase of a program of study to
empirically describe the life experiences of elderly parents of dependent adult
children. It is hoped that this phase will serve as a foundation for future studies that
may lead to the development of new theories and testing of extant theory. The goal
for this program of study is to create a greater understanding among nurses and others

about the needs and preferences of elderly parental caregivers, to promote and protect
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health of the elderly parents and dependent adult children, and to identify and test
strategies to assist elderly parental caregivers. This goal is consistent with the
standards of nursing practice in mental retardation and developmental disabilities
which emphasize the need for nursing research for theory development and practice
advancement. Therefore, the purpose of this study was to describe: the meanings
elderly parents attribute to their life-long parenting of and caregiving to their
dependent adult children; how those meanings have changed over time; current
parenting and caregiving concerns identified by these parents; and how these concerns

impact the day to day life of these parents.



Elderly Parents
8

CHAPTER 11
REVIEW OF LITERATURE

The focus of this study was to describe the meaning parents attribute to the
life-long caregiving and parenting for a dependent adult child, how they believed that
meaning has changed over time, and to describe their concerns and how these
concerns impact their day to day lives. The review of literature addresses research
that focused on elderly parents of dependent adult children. Because the literature
about elderly parents of dependent adult children was limited, literature about elderly
parents who care for their mentally ill adult children also was reviewed (e.g.,
schizophrenia and other chronic mental illnesses [CMI]).

Elderly Parental Caregivers for Dependent Adult
Children with Developmental Disabilities

The first article about elderly adult parents of dependent adult children
appeared in the literature in 1988. A literature search revealed 27 reports of 15
studies pertaining to elderly parents providing care to a dependent adult child. All the
studies reviewed were in the disciplines of social work and psychology, and were
primarily done east of the Mississippi River or in the British Isles. For the review of
this literature methodologies are presented first followed by a discussion of the themes
from the studies.

Methodology
Methodological approaches used in studies of elderly parents of dependent

adult children were examined; the review focused on conceptual framework, purpose,
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design, sample, instruments and analysis. A summary table is presented to facilitate
comparison across reports (See Table 1). Conceptual frameworks were not included
in the table as all but three reports lacked a stated conceptual framework. Seltzer and
Krauss (1989), Heller and Factor (1991), and Brubaker and Brubaker (1993) reported
conceptual frameworks. Seltzer and Krauss (1989) developed a conceptual framework
borrowing from the research areas of family caregiving and families with young
developmentally disabied children. Heller and Factor (1991) tested a theoretical
model developed to explain out-of-home placement of younger children. Brubaker
and Brubaker (1993) examined parental concerns using the ABCX Model of family
stress.

The stated purpose of 21 of the 27 reports was to identify or explore
characteristics of elderly parents and their utilization or lack of utilization of services
and planning. Six of the reports compared differences between elderly parent
caregivers and other caregivers. Three reports sought to identify parental needs in
caregiving while one report examined the appropriateness of a model to explain
permanency planing. Four reports explored the effect of providing care to dependent
adult children on mothers’ well-being. One study (Seltzer, G., Begun, Seltzer, M., &
Krauss, 1991) sought to identify the effects non handicapped children had on their
mothers and their siblings with mental retardation. Only Gold’s (1987) study sought
to identify the elderly parents’ perspective on their own and their dependent child’s
situation. Nine of the 14 articles had multiple purposes.

All studies were quantitative in nature; although two studies (Gold, 1987;
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Wood, 1991) used closed-ended and open-ended interview questions, and all data
were coded and statistically analyzed. The longitudinal study by Seltzer and Krauss
(1989), of which there were eight reports used quantitative and qualitative methods of
data collection. However very little of the qualitative findings were available in the
literature. All studies but Heller and Factor (1991) used either descriptive or
comparative groups designs.

Only Heller and Factor (1988, 1991) utilized a randomly selected sample; all
other studies used nonprobability samples. The samples appeared to be drawn only
from those parents known to agencies. Mothers were more likely than fathers to be
participants. None of the papers reported differences between individuals who
participated and those who declined to participate. Reported participation ranged
from approximately 85% to less than 14%. Mailed surveys (6 reports) had the
highest nonparticipation rates.

The instruments utilized were often developed by the researcher(s) for the
particular study. Only 13 of the 27 reports provided Cronbach’s Alpha for the
instruments used. No other reliability or validity information was provided about the
instruments. The number of instruments used in any one study ranged from 1 to 28.
The number of variables measured ranged across studies from 4 to 36 per study. The
findings from the studies are reflective of the population utilized and instruments
chosen to index concepts of interest to the investigators. In the two studies that used
open-ended questions, questions were predetermined and sought specific information,

and therefore reflected information desired by the researchers. The focus of the
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responses was directed by the researcher rather than by the informants.

Data from all studies were analyzed using one or more of the following
statistics: percentages, means, correlation coefficients, and chi squares. Fifteen of
the 27 reports used multiple and logistic regression, discriminate function, or one of
the types of analysis of variance. Outcome variables included psychological distress,
caregiver attitudes, financial planning, permanency preference, permanency plans, and
maternal well being.

Themes

The themes from the studies included parental planning, problems
encountered, utilization of services, health status, and differences between elderly
parents of dependent adult children and other caregivers of disabled individuals.
Parental Planning

A core concern of elderly parents was what would happen to their dependent
adult child after their death. Gold (1987) noted that the overall need of parents was
"assurance now of a good home when the right time came" (p. 27). Brubaker and
Brubaker (1993) reported that the major financial concern of parents was of their
dependent adult children’s future. Although this was a central concern, a significant
number of parents did not make formal arrangements for housing their dependent
adult child. Permanency planning varied between 12 and 66% (Gold, 1987; Heller &
Factor, 1988, 1991; Kaufman, Adams, & Campbell, 1991; Wood, 1991).
Permanency planning was ambiguous and difficult to measure as parents have a wide

range of activities that they identify as planning. Permanency planning ranged from
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submitting an application for group housing (often with exceptionally long waiting
lists of 10-15 years or more and no guarantees of admission), to talking with an
attorney or family members about future plans, to formal contractual arrangements.
Formal contractual arrangements were the least frequent type of future planning for
dependent adult children (Gold, 1987; Heller & Factor, 1988, 1991; Kaufman,
Adams, & Campbell, 1991). Plans for the future may have consisted only of "hope"
that Social Security benefits will meet the needs of their dependent adult child (Wood,
1993). These studies support Janicki, Otis, Puccio, Rettig, and Jacobson’s (1985)
conclusion that developmentally disabled older adults often first come to the attention
of social services when parents are hospitalized or die.

Elderly parents who have maintained a dependent adult child at home were
ambivalent about out-of-home placement and the best timing of placement for
dependent adult child. Although a majority of parents would have liked to see their
dependent adult child in a permanent housing situation while the parents were still
alive, many parents felt grief and shame, and feared loneliness around their dependent
adult child’s placement out-of-home, and planned to keep their dependent adult child
at home for as long as possible (Gold, 1987; Heller, & Factor, 1991). Parents also
perceived that adequate care was not available any place except in the parents’ home
(Brubaker & Brubaker, 1993).

Older mothers who placed their dependent adult child in out-of-home
environment experienced depression twice as frequently as mothers who continued

caregiving (Seltzer, 1991b). Yet, parents who desired to keep their dependent adult
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child at home often found it increasingly more difficult (Gold, 1987). Parents had to
assist their dependent adult child with activities of daily living such as dressing,
bathing, and managing behavioral problems, all of which became increasingly difficult
as the parents aged.

Parents of autistic adult children tend to report more behavioral problems than
do parents of Down’s syndrome adult children (Holmes & Carr, 1991). Behavioral
problems of dependent adult children increase the parents’ concerns about future
placement in a good residential facility (Heller & Factor, 1991; Holmes & Carr,
1991), however, Kaufman, Adams, and Campbell (1991) found no significant
correlation between behavioral problems and permanency planning for dependent adult
children.

Krauss (1990) identified five reasons why parents continue to have dependent
adult child live at home: (1) a sense of responsibility to family members; (2)
alternatives perceived as inadequate; (3) a perception that the adult child would not be
happy living any where else; (4) mutual benefits; and (5) resignation to fate with lack
of alternative options. Krauss (1990) also identified that, even with placement plans,
many parents do not seriously intend to have their dependent adult child placed
outside the home. There was an expressed hope that the parent would out-live the
dependent adult child. Parents expressed a fear of passing the responsibility of care
to their other children (Krauss, 1990).

Problems Encountered

Problems experienced by parents in maintaining dependent adult children at
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home included restrictions on their own lives, maintaining their health, managing
needs of the dependent adult child when they, the parents, were ill, financial
restraints, managing behavior, keeping the dependent adult child occupied,
maintaining the health and self-help skills of dependent adulf children, safety issues
and the extra domestic tasks (Gold, 1987; Holmes & Carr, 1991: Wood, 1991, 1993).
The demands of caregiving limited the number of activities of parents. Roberto
(1993b) identified the three most common activities of parents as eating out, visiting
with family and friend, and attending church. Dependent adult children usually
participated in these activities with parents. Wood (1991) found that the level of felt
burden was mild to severe in 47% of the parents whereas the level of care to
dependent adult children varied from a minimal level of care (19%), to a moderate
level of care (52%), to a "constant” level of care (26%). Roberto (1993b) reported
that, as parents aged, the felt physical, emotional, and financial burden increased,
while the amount of time participating in activities decreased. Loneliness and
isolation have been reported as significant problems (Gold, 1987: Wood, 1991).

In discussing problems, elderly parents expressed feelings of being
overwhelmed, without hope, and having no peace of mind (Gold, 1987). Gold (1987)
found that many parents believed they had no informal or formal support when ill or
during times of crisis.

In attempting to handle problems encountered in caregiving dependent adult
children, parents were found to use a wide variety of coping strategies. However,

Krauss (1991) identified acceptance, positive reinterpretation, turning to religion and
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planning as the most frequently used coping strategies. Krauss (1991) also found that
most mothers who continue to parent their dependent adult child in old age do not use
maladaptive coping strategies such as denial, behavior and mental disengagement and

focusing on and venting emotions.

Utilization of Services

Problems related to elderly parental caregiving to a dependent adult child
were compounded by the increasing age and frailty of the parents and the tendency
not to utilize formal and informal assistance (Engelhardt, Lutzer, & Brubaker, 1987;
Gold, 1987; Holmes & Carr, 1991; Lehmann & Roberto, 1993). Engelhardt et al.
(1988) reported that elderly parents’ utilization of services was dependent primarily
upon the elderly parents’ perceptions of their ability to provide care and the level of
the dependent adult child’s disability, not parental age, income, or health status. The
higher the perception of disability for the dependent adult children, the lower the
perception of parental ability to provide care; the perception of being less able to
provide care resulted in higher utilization of formal services (Engelhardt, Brubaker, &
Lutzer, 1988). This finding was supported by Roberto (1993b), who found that
parents’ stress and physical burden were higher when the dependent adult child’s
health was viewed as fair to poor. However it has also been reported that parents do
not use services because the parents do not perceive that they need the services
available (Lehmann & Roberto, 1993).

The types and utilization of services available to elderly parents varied.

Lehmann and Roberto (1993) identified Supplemental Security Income, medical care,
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transportation, and case management as the most frequently used services of care
providers of dependent adult children. Of seventeen identified services and programs
available in Illinois for parents of dependent adult children, the most frequent services
reported as "needed-and-not-received” were residential program information, out-of-
home and in-home respite, recreational activities for dependent aduit children,
financial and guardianship information, case management, specialized therapies,
family counseling and support groups (Heller & Factor, 1991). Grant and McGrath
(1990) identified several unmet needs parents experienced in personal care for a
dependent adult child, including bathing, respite, transportation, homemaking, and
support/company for the dependent adult child.

Parents who planned an out-of-home placement tended to use more services
than parents who planned for in-home placement (usually with a relative) (Heller &
Factor, 1991). Lack of service utilization by elderly parents may be related to lack of
knowledge of services (Lehmann & Roberto, 1993; Wood, 1991), diminished interest
in interaction with social systems outside the family (Lutzer & Brubaker, 1988), cost,
mability to find qualified help, complexity of the dependent adult child’s problems
(Engelhardt, Lutzer, & Brubaker, 1988), time available to provide care, and value of
providing that care (Grant & McGrath, 1990).

Health Status of Elderly Parent

Health status of the elderly caregiver is of concern if caregiving is to continue.
In all studies health status was judged only by self-report. Elderly parents judged

their health status to be "fair" in the Heller and Factor (1988) and in the Engelhardt et



Elderly Parents
33

al. (1988) studies. Seltzer and Krauss (1989), Seltzer (1991b) and Roberto (1993b)
found that elderly mothers rated their health to be "good." Age did not appear to
influence the perception of health status of older parental caregivers (Gold, 1987;
Krauss, 1991; Seltzer, 1991b). Seltzer (1991b) reported that mothers aged 55 to 85
years had similar perceptions of their health across a 30 year age span. However,
Wood (1991; 1993) found that while most parents reported their health to be good to
excellent, 33% reported that their health had deteriorated in the last five years. In all
the studies, parents overwhelmingly reported that the health status of the dependent
adult child was good to excellent and about the same as five years ago.

Health status had an inverse relationship to perceptions of ability to provide
care. Gold (1987) found that 75% of parents reporting one or more health conditions
considered providing care to dependent adult children to be more difficult than those
parents with no health problems. Parents tended to attribute problems in caregiving
to their own diminished health status and not to problems of their dependent adult
child. Lower levels of maternal education, family income, and the dependent adult
child’s physical health were related to poor physical health of the elderly mother
(Gold, 1987).

Mothers’ well being has been associated with physical health, life satisfaction,
perceived burden, and felt parenting stress (Seltzer & Krauss, 1989). Mothers of
children with Down’s syndrome reported less family conflict, felt less stress and
burden, and had higher levels of satisfaction with informal support networks than did

mothers of adult children with mental retardation related to other factors (Seltzer,
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Krauss, & Tsunematsu, 1993). Involvement of the mothers’ other children with the
dependent adult child was found to increase mothers’ well-being over those mothers
whose other children were not involved (Seltzer, G., Begun, Seltzer, M., & Krauss,
1991).

Differences Between Elderly Parents of Dependent Adult Children and Other

Caregivers of Disabled Individuals

The caregiving experiences of elderly parents of developmentally disabled
children are atypical when compared to other caregivers and parents of other disabled
children. The parent-child relationships may vary little over the life time of the
developmentally disabled adult child, because neither experience the "normal”
transitions that occur with usual life-span development (Whittick, 1988). The time
span of caregiving responsibility for the elderly parents may extend over five or six
decades (Seltzer & Krauss, 1989), whereas caregiving to elderly relatives tends to
average approximately five years (Stone, Cafferata, & Sangl, 1987). Additionally,
elderly parent-caregivers of dependent adult children have had different experiences in
providing care to their developmentally disabled children than do today’s parents of
developmentally disabled young children. Health care, community services,
educational facilities, and social resources are more available to assist today’s families
with developmentally disabled children as compared to families forty years ago (Lubin
& Kiely, 1985).

Seltzer and Krauss (1989) found distinct differences between elderly maternal

caregivers of dependent adult children, younger mothers of developmentally disabled



Elderly Parents
55

young children and daughter caregivers of older Alzheimer’s victims. Elderly
mothers of a dependent adult child had stronger parenting roles as a central
component of self-identity and smaller social networks than did daughter caregivers
and younger mothers. Similarities between elderly maternal caregivers and younger
mothers included a strong relationship between maternal well being and family social
climate. A perception of a positive family social climate has been found to contribute
more significantly to an elderly maternal person’s sense of well being than formal or
informal support (Seltzer & Krauss, 1989). Additionally, elderly mothers’ reports of
burden and stress were similar to those of daughter caregivers of Alzheimer’s victims.
Whittick (1988, 1989) found differences between daughters as caregivers for
demented parents and mothers of developmentally disabled children. Elderly mothers
reported higher levels of love and less psychological distress than did daughter
caregivers. Elderly mothers also reported more love and conflict than mothers of
young developmentally disabled children. Furthermore, Seltzer (1991b) found that
elderly mothers were more satisfied with their lives and less depressed than were
caregivers of elderly relatives.
Other Elderly Parental Caregivers

When chronic mental illness interfered with the independent functioning of
adult children, parents tended to assume caregiving responsibilities. Studies indicate
that 65 to 84 % of caregivers of chronically mentally ill (CMI) adults are parents;
many of these parents are over 65 years of age (Belcher, 1988; Francell, Conn, &

Gray, 1988). Ascher-Svanum and Sobel (1989) found that older mothers were three
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times more likely than others to provide care to a CMI adult child. Further, CMI
adult children did not have symptoms of mental illness until late adolescence or early
adulthood. Caregiving to a CMI adult child generally began when the mother was in
her late 40s and 50s (Ascher-Svanum & Sobel, 1989).

Mothers without spouses reported a variety of problems in providing care to
CMI adult child. Parents frequently reported frustration related to the reluctance of
the child to leave home, increased isolation, undesirable behavior, and fear of harm
or damage to the house when the adult child was left alone (Belcher, 1988). The
health status of parents declined while providing care to a CMI adult child (Belcher,
19383; Noh & Turner, 1987). Providing care to a CMI adult child tended to result in
increased physical and mental exhaustion (Belcher, 1988). Parents’ increased
psychological distress was related to their low confidence in their ability to manage
the challenges of an unpredictable illness, the increased length of time their CMI adult
child was in the community, and the diagnosis of schizophrenia for the adult child
(Noh & Turner, 1987). Psychological distress resulted not only in decreased health
status but also increased the feeling of burden in caregiving. Caregiver burden was
related to the unpredictable nature of chronic mental illness and the feeling of
helplessness about changing the situation. Feelings of helplessness were exacerbated
by the present health care system. Parents often became frustrated by the lack of
services, information, access to treatment plans (often because of confidentiality) and
options for case management (Francell, Conn & Gray, 1988). Respite care has been

found to be helpful in reducing some frustrations and burdens of parents (Geiser,
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Hoche, & King, 1988).

Elderly parents have attempted to cope with the burdens of care through such
strategies as coercion, avoidance, ignoring/acceptance, collusion, constructive
measures to ameliorate behavior, resignation and reassurance (Birchwood &
Cochrane, 1990). The amount of stress and burden experienced by parents did not
significantly correlate with coping strategies used to handle the stress/burden.
However, the degree of family member stress and burden was related to the level of
behavioral disturbances and social impairment of the affected individual (Birchwood
& Cochrane, 1990). Coping mechanisms of these parents also have been identified in
specific ways of providing care for CMI adult children. Chesla (1991) identified four
types of caring practices utilized by parents with schizophrenic adult children:
engaged care, conflicted care, managed care, and distant caring. Engaged care was
an extension of the parental responsibilities, and parents found satisfaction in the
parenting role. Conflicted care parents were dissatisfied and angry with their
situation and tended to see schizophrenic behavior as manipulation; these parents were
the most emotionally distressed of the four groups. Managed care parents remained
objective and had clear plans for intervention and long-term goals. Distant care
parents often were fathers who did not provide hands-on care, leaving this
responsibility to mothers.

Preliminary Study Findings

Themes from the literature about elderly parents of dependent adult children

were supported by the findings of a preliminary qualitative study completed in 1991
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(Schaller-Ayers). Seven elderly parents of six dependent adult children from five
families participated in this study. Elderly parents reported difficulty in making
permanency plans, behavioral and other problems in providing care, maintaining their
own health status, limited services use, and differences with other caregivers. They
also reported concerns around maintaining a home, financial security now and in the
future, enhancing the development of their children, and the impact of changing
legislative and agency policies. Parents also described positive aspects of their long-
term parenting, such as togetherness, being loved and enjoying their children.

Permanency Planning

None of the five families had made permanency plans for their children.
Parents were concerned about future placement needs and expressed a continuing
evaluation of options available. Parents were unsure which services would remain
available when placement was desired. For example, "You know where they’re
cutting out everything and you don’t know if there’s gonna be a place or what there
will be, whether she’ll be out on the street or what . . . . How can you make plans
when there isn’t any, isn’t anything to make plans for"? Another parent reported
"We thought he was on a group list for about five years and then we found out that
he wasn’t, he’s been on the list for ten years now . . . . You can’t go look at them
[group homes], you just have to wait until there’s an opening.” One parent with two
dependent adult children said "The group homes don’t have the personnel or the
ability to handle people [with a comorbidity of quadriplegia cerebral palsy and mental

retardation] . . . where they need continuous supervision and continuous help . . . that
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is going to be a big problem.” Some parents expressed a desire to have other
children take over their responsibilities when the parents were unable to continue to
provide care. However none of the parents expected their dependent adult child to
live with their other children; rather they hoped the other children would find the best
placement when it became necessary.

Problems Encountered

Parents presented problems encountered in caregiving that have not been
addressed in the literature to date. One parent who provided care to his child alone
reported "I worry if I should have a heart attack or stroke if she has enough sense to
get help, call 9-1-1 or go to the neighbors. I worry that Ill Just lie here and die and
what will she do." This same father also worried about "I always have to know
where she is, you know there are some pretty weird people out there and I'm afraid
they’ll try to take advantage of her, you know." Another parent reported that "there
are some people who would just as soon not to have them [dependent adult children]
there, you know. So it’s attitudes of people you have to contend with." A father
who is an officer in an organization related the following regarding dinner meetings "1
have to be at the head table, and that means . . . [my wife] is going to have to be at
the head table with me. What happens to these two boys . . . They have to sit alone
and they can’t be left alone because they can’t handle their food or anything . . .. It’s
So restrictive. "

Parents also expressed concern about the dependent adult child getting on the

wrong bus, safely preparing meals, being left alone, being manipulated by others to
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do inappropriate or illegal acts, getting lost, having poor judgment, and having
accessibility to public and private buildings. Some behaviors of the dependent adult
child were either worrisome or irritating, such as shyness, inability to shop by self,
"talking back," and repeated questions on the same topic. For example, one parent
who has made family plans 12 months in the future said "He doesn’t realize the time,
and he thinks it is tomorrow. We have to live with that for a year [meaning frequent
repetitious questioning about the activity]. Put yourself in those shoes, and you can
just imagine what is——it gets aggravating sometimes, just irritating." Another parent
reported that "One friend has a daughter who just, she’s unable to control and now
that’s a hard situation, what do you do?"
Health Status

The seven parents in the study, after an initial hesitation, reported their present
health to be good. However, when asked to project health status five years in the
future, all responded first that they would not be alive in five years. One parent was
legally blind and had cardiovascular problems, two parents had surgery for cancer
within the last year, one mother reported a need for bilateral cataract surgery while
her husband (post stroke) was also dependent upon her for his care, and another
mother had problems with chronic stasis ulcers of both legs.

Service Utilization

All but two dependent adult children attended day programs. One individual
has been on a waiting list for a number of years while the other individual’s

developmental level was too low for workshop placement. The amount of service
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utilization varied among parents. One 90 year old mother reported "I got tired of
having to ask someone to help me with problems.” The one family with a dependent
adult child not in a day program said "The only respite that we get is up twice a
month . . . on Saturdays. So ... [we] do get a day off where we can go grocery
shopping or to lunch with people . . . . There is a couple of hours . . . from nine
o’clock to 5:30, so we have to be home by five." Parents reported being unable to
find week long respite services, even with a three month notice, and having no one
available if the parent becomes incapacitated. Another parent replied that "If we had
a little more respite we would be better . . . [able to be] on top of [this]." Low
utilization of services may represent a lack of services appropriate to the needs of
these parents rather than a deliberate refusal to use available services.

These parents reported a history of starting the first educational and workshop
programs in the area, establishing organizations to provide support services, and
seeking the development of other services such as Sunday School classes for retarded
adults. In finding and developing new activities and services for their dependent adult
children parents reported that "I think the trouble with being 65 and over is that you
loose your ambition . . . . Our pick up and go has gone" and "Older parents just
wear out."

Differences From Other Caregivers

Older parents in this study often compared themselves to today’s parents of
young developmentally disabled children. One mother said "Well, we were the ones

who paved the way for those coming up now and all the new . . . [programs]. We



Elderly Parents
42

had to find our way and many didn’t." Another mother said "I was forced to face a
situation that I couldn’t get any help. Nowadays they get more help, you know . .
There are so many things that are different. . . . I had to make it on my own. It was
pretty tough at times . . . But nowadays when people have more help, I think they
have it easier."

Themes Not Addressed in the Literature

When asked about concerns, several parents discussed difficulty in maintaining
a home for themselves and their children and lack of financial security. For example,
"Being able to maintain the house and be able to do all of it because it certainly isn’t
going to get easier . . . . There are so many things that need to be done and you
don’t get them done . . . but it’s to the point where we’re elderly people, we just
can’t maintain a home." In Oregon, many elderly individuals have the option of
delaying property taxes on their homes until the house is sold, however, none of the
families interviewed had taken advantage of this because home equity was planned to
complete a trust fund for the dependent adult child. "I could defer the taxes but I
don’t want to do that because they are against the property. . . if I die and sell the
place then all of that has to be paid and I want to be sure that there is enough left to
take care of him."

The establishment of a trust fund that will provide for the dependent adult
child was discussed by all parents. Trust funds have to be established in a certain
manner so as not to make the dependent adult child ineligible for group homes

because of excess income. For example, "The attorney I had draw up the trust and
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everything . . . he took three or four months to finally complete all the details. . . . |
worked so hard to get some money put in a trust. Then try to get everything set up
so he could be taken care of without any troubles. . . . With so many bank failures
and everything, I’m concerned about leaving money in the bank. . . gosh, after all
those years I have worked so hard and did without so many things, and do get it there
for him, I sure would hate to lose it." "Right now we have to redo our wills and
make sure that the boys are taken care of in the future . . . we have learned that we
have our will in disarray. Not set up properly, we have to have those done over
again."

Wills and trust funds must be evaluated frequently to determine the impact of
new or changing policies. Legislative and agency policy changes can have profound
effects on parents and their child. Because of budgetary problems these parents were
concerned about a possible cut in services and termination of workshop placements
for adults living with families and subsidies to parents who have children at home
during the day. Comments from parents included "He needs outside communication
on his own away from the family . . . [if his position is cut] what is he going to do?
That means he is going to have to come home and go back in the closet like he was

"

40 years ago." Without day programming one mother predicted "I’1] gocrazy . . . it
would be as bad for her, worse for her . . . just what would she do all day? Sleep
late and get fatter.” Another mother expressed concern that "The clients that have

been living at home . . . will probably lose their [sheltered workshop] jobs . . . That

has really got me upset because he--then he will be ineligible to go into a lot of those
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group homes and I don’t know what will happen . . . [the workshop] is his whole life
. . . He needs to keep his eligibility for a group home."

Parents also discussed the continuous work of enhancing their child’s
development through such efforts as supervising meal preparation, teaching adult
children to recognize signs and their meanings, and teaching them to socialize and
have meaningful relationships; one mother has been trying to teach her child to read
for 30 years. Parents also discussed positive consequences and benefits of their long
term parenting. One parent replied "If he wasn’t here with me I couldn’t make it."
Another parent said "She’s good, she’s company, I love havin’ her here." Finally
one parent’s comment "Oh, the good things are having the boys and having fun to be
with them. They’re good kids, we all enjoy being together." Her husband added
"Boy, one real good thing going is that we enjoy doing things together. It is
completely a togetherness."

Summary

The phenomenon of long-term parenting to a dependent adult child has only
recently appeared in the literature. Most of the studies have been descriptive in
nature, measuring the presence, quality, and relationship of a variety of selected
variables related to elderly parenting and caregiving. Seltzer, Krauss, and Heller
(1991) state "There are a variety of methodological constraints in the existing
literature that limit our understanding of the impacts of family caregiving for persons
with mental retardation” (p. 16). This view is supported by Roberto (1993a) who

states that "Researchers must strive to improve upon current content and
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methodological limitations in order to enhance our knowledge and ability to meet the
needs of this small, but growing, group of elderly caregivers" (p. 18). Lack of
conceptual frameworks and methodological weaknesses such as nonprobability
samples and use of nonstandardized instruments reduce the ability to generalize
findings beyond the study samples. Individuals who volunteered for these studies may
be different than individuals who did not volunteer. The role of fathers has been
neglected and limits the understanding of the dynamics of interaction and different
perspectives in these families (Seltzer, Krauss, & Heller, 1991). The presence of
large sample sizes has been buffered by the reliance on self report and participant
completion of the study instruments alone that limits the utilization of observational
data collection techniques that could enhance findings.

According to numerous authors, all the concepts salient to this complex
phenomenon have not been identified (Gold, 1987; Roberto, 1993a: Seltzer, Krauss,
& Heller, 1991). The themes of the findings reflect the specific questions asked of
elderly parents. Although the findings provide insight into the lives and problems
faced by elderly parents of dependent adult children, the context of those themes was
lost. The deductive methods, the measures and the quantitative nature of the studies
may not have allowed elderly parents to reveal meaningful information that was not
asked for or to identify those concepts they believe to be most important in their day
to day lives.

The preliminary qualitative study did provide additional insight into the

problems of permanency placement planning experienced by elderly parents.
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Knowing what people do is possibly not as valuable as the circumstances surrounding
what they do. If the context can be appreciated, then the behavior may be
understandable. The preliminary study also identified additional concepts for possible
study, such the impact on the family of changing policies and financial constraints.
Noticeably lacking in the literature were positive consequences of long-term
parenting; parents in the preliminary study had both positive and negative comments
about their life experiences.

Literature regarding elderly parents as caregivers to non-developmentally
disabled dependent adult children also is limited and provides restricted insight into
long term caregiving. Parents of CMI adult children may encounter caregiving
experiences similar to those of parents of dependent adult children. Both elderly
parents face the long term care needs of their dependent adult children, the prospect
that care needs may increase as their own health becomes frail, and the knowledge
that the dependent child most likely will outlive them. However, unlike parents of
developmentally disabled children, parents of chronically mentally ill (CMI) children
may have normal early parenting experience. Caregiving to CMI adult children may
begin during a time of crisis late in the individual’s childhood, while caregiving to
adult children with developmental disabilities occurs over the life time of the
dependent adult children.

Early research described the presence and quality of a variety of variables
include permanency planning, health status, and support programs. Because these

studies occurred without support of previous literature, they were broad and
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descriptive in nature, seeking to identify critical variables that would be useful to

providers in assisting these families (Seltzer, Krauss, & Heller, 1991). Now that
some literature exists, it is important to explore those domains of the phenomenon
that have gaps or have been overlooked.

Empirically grounded data about the lives of elderly parents of a dependent
adult child are important because alternative realities may exist that could impact the
effectiveness of traditional interventions, services, and policies intended to ameliorate
problems experienced by elderly parents. To understand adequately the experience of
elderly parents of a dependent adult child it is important to examine the phenomenon
from the perspective of those living the experience. Learning from the informant
rather than limiting informants to answering predetermined questions allows for
describing the complexity of life experiences within the context where it occurs
(Lipson, 1991). To date the literature regarding elderly parents of dependent adult

children lacks a qualitative quality that allows participants to guide the data.
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CHAPTER III
METHODS

This was an exploratory study to identify the meanings elderly parents give to
their life-long parenting of a dependent adult child with developmental disabilities and
the related concerns of those parents. The study provided an in-depth description of
elderly parents’ caring for their dependent adult child, how the meaning of parenting
had changed over time for the elderly parents, their parenting concerns, and how
these concerns impact their day to day lives.

Design

A qualitative, exploratory descriptive design was used. The methodology used
for data collection of this study was intensive interviewing as described by Lofland
and Lofland (1984). Intensive interviewing, consists of repeated face-to face
interviews with participants (Lofland & Lofland, 1984). The purpose of intensive
interviewing is to discover and describe the participants’ experience in a particular
phenomenon and to identify what exists in the phenomenon. Intensive interviewing is
consistent with the desired purpose of this research study, which is to identify the
meaning elderly parents give to their life-long parenting and caregiving to a dependent
adult child with developmental disabilities. This approach enables "the participant’s
perspective on the social phenomenon of interest [to] . . . unfold as the participant
views it, not as the researcher views it" (Marshall & Rossman, 1989, p. 82). In
addition, intensive interviewing permits development of concepts grounded in the

perceptions of the people experiencing the phenomenon, these concepts are useful for
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theory development. Data analysis focused on enhancing the understanding of
essential features of the experience of elderly parenting.
Setting

Physical and Social Setting

The setting for this study had physical and social aspects, and historical
aspects. The physical and social setting included environment, agencies, and
population. The historical setting includes national, state and local developments
related to families with a developmentally disabled member.

The setting of the study was the El Paso, Texas, metropolitan area. El Paso is
in the extreme southwest corner of Texas, bordering New Mexico and the Mexican
city of Juarez. Fort Bliss, a large Army base, adjoins the city to the northeast.
Residents are primarily of Mexican and European descent; the city is functionally
bilingual (Spanish and English). El Paso has approximately 530,000 residents, of
which 10% (53,392) are age 65 and over. People of Hispanic origin constitute 69.9%
of the population (El Paso Chamber of Commerce, April 27, 1992).

El Paso has six major agencies that provide services to adults with
developmental disabilities: the Texas Department of Mental Illness and Mental
Retardation (Life Management Program), DARE (Disabled Ability Resources
Environment), Torch of Hope, Special Olympics, El Paso Association for Retarded
Citizens (ARC) and the West Texas Association for Handicapped. Services provided
include sheltered workshops, group residential facilities, home care services, sporting

activities, and support groups. Texas is in the early stages of deinstitutionalization of
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developmental _ dis.bled individuals. Presently there are approximately 7,000 known
individuals of ai ages with developmental disabilities in El Paso County; of these,
795 are adults who live with families (J. Chowning, personal communication, April

22, 1992).

Historical Setting

The social context in which elderly parents rear children with developmental
disabilities is dependent upon the life experiences and social history of those parents.
Parents in this study form a group of individuals who have experienced similar
circumstances in the raising of their children with developmental disabilities. The
experiences of this group of parents are different from those of younger parents
because the social conditions and services available to them were different at earlier
points in time. The perspectives expressed by the parents in this study can be
understood by knowing the social environment within which they parented their
dependent adult children. Prior to 1960 the terms "deinstitutalization, normalization,
least restrictive environment, community integration, supportive employment and
integrated employment, and social support” (Rowitz, 1992, p. 3) were not used in
association with mental retardation. Seltzer (1992) stated that to understand family
caregiving for a member with retardation one must be cognizant of how the social and
health policy environment affects the course of development. Historical factors that
affected these parents are presented in terms of national, state, and local
developments.

National. In the United States during the 1950s and early 1960s parents
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continued to be advised by physicians and other health professionals to institutionalize
infants with developmental disabilities, and then to forget about them and get on with
their lives (Lippman & Loberg, 1985). Concealment of mentally retarded children
and adults was common. However, during the 1950s and 1960s national trends and
other changes began. In 1950 the National Association for Retarded Children (later
changed to the National Association for Retarded Citizens [ARC]) was established.
Concurrently, during the 1950s and 1960s an awakening of civil right of various
groups emerged; this later spread to individuals with developmental disabilities in the
1970s. See Figure 1: Timeline: Birth and graduation dates for dependent adult
children and significant services and organizations started and legislation passed.
That summarizes national, state and local developments over a 44 year period.

In 1961 President Kennedy established the first national commission on mental

retardation. The commission’s report, A Proposed Program for National Action to

Combat Mental Retardation, recommended numerous changes that included

educational and community services for children with mental retardation and their
families (Farber, 1986; Lippman & Loberg, 1985). An outcome of this report was
the 1966 establishment of the Bureau of Education for the Handicapped (Education for
All Handicapped Children Act of 1975). This was the first act that involved the
federal government in the education of children with developmental disabilities.

In 1975 The Education for All Handicapped Children Act opened public
schools to children with developmental disabilities. This act required states to provide

full educational opportunities to all handicapped children and to enable children with
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developmental disabilities to be educated with nonhandicapped children whenever
possible. Segregated special education classes in neighborhood schools were to be
used for children only when the severity of their disabilities did not allow integration
(Education for All Handicapped Children Act of 1975, 1975). When this act was
passed, the age of the dependent adult children in this study ranged from six to 23
years.

In addition to changes occurring at the national level in education, the 1960s
experienced a variety of changes. These included the allocation of funds for the
construction of community mental health and mental retardation centers (1963), the
start of the deinstitutionalization movement (1965), and the formation of the Special
Olympics national organization (1968).

Advancements in the form of new legislation or amendments to previous
legislation were significant during the 1970s and 1980s. In 1970 Congress changed
services from individuals with mental retardation to individuals with developmental
disabilities. In 1984 Congress defined the concept of developmental disabilities. In
1986 Congress provided monies for the development of early intervention programs
for young children with developmental disabilities (Lippman & Loberg, 1985). (By
this time the age of dependent adult children in this study ranged from 16 to 35
years).

In 1988 and 1990, significant legislation was passed that potentially had the
greatest impact on all participants in this study. In 1988 amendments to the Older

Americans Act included a special provision for individuals with developmental



Elderly Parents
54

disabilities. The intent of these amendments was to include persons with
developmental disabilities within the scope of services for elders (Janicki, 1992).
Prior to these amendments, there was disagreement among programs that provided
services to elders and programs that provided services to individuals with
developmental disabilities about responsibility for services to older individuals who
were also developmentally disabled. In 1990 the Americans with Disabilities Act was
passed. This act was expected to protect the civil rights of individuals with
developmental disabilities and prohibit employment discrimination (Lakin, Bruininkis,
& Larson, 1992).

In the last 40 years the U.S government has initiated legislation that has
deinstitutionalized individuals with developmental disabilities in order to include them
in U.S. society. Large institutions for individuals with developmental disabilities are
being closed and replaced by small group homes in the community. Children are
being moved from segregated schools and classrooms for those with developmental
disabilities into regular classrooms with other children.

State. In the early 1900s, Texas established large institutions for the care of
individuals with developmental disabilities. While deinstitutionalization of individuals
with developmental disabilities began in 1965, the state of Texas began
deinstitutionalization 20 years later in 1985. However, in 1975 the state of Texas
built a State Center for individuals with mental illness and mental retardation in El
Paso. This program continues to provide services in the community by offering

residential facilities to individuals age six and over. Respite services are also
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available to individuals three years and over. There are two beds available on a first
come first serve availability, there is no waiting list.

In 1988, Texas spent 28.1% (national ranking of 48 out of 51) of its funding
for individuals with developmental disabilities for non-residential services such as
sheltered workshops. Additionally, Texas had allocated only 17.6% (nationa! ranking
of 50 out of 51) of its funding for individuals with developmental disabilities for small
aggregate housing (homes for less than 15 people). In 1988 the largest portion of
funding in Texas went to support large conjugate institutions for individuals with
developmental disabilities (Fujiura & Braddock, 1992). Currently, a judicial inquiry
is being held to determine why the state of Texas spends significantly less per capita
on services to individuals with mental illness and mental retardation in El Paso
County than in other Texas counties. Finally, on the state level, ARC was organized
in Texas in 1952. The national headquarters for ARC currently is in Arlington,

Texas.

Local. Most of the funding for services to individuals with developmental
disabilities in the El Paso area comes from state and federal governments. However,
from 1954 until 1976 there was a private, community supported school (Memorial
Park) for children with developmental disabilities. From 1954 until 1956 this was the
only school available for children with mental retardation. The public school districts
aided the Memorial Park school until it closed. In 1956 El Paso School district
started one of the first public schools dedicated to children with developmental

disabilities. The school begun at the request of parents who appealed to the school
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district and the state Department of Education. After the school district began special
education classes, Memorial Park provided early intervention to children from ages of
three to six years. In 1981, after a threatened law suit by parents, schools in El Paso
implemented the Education of All Handicapped Children Act of 1975.

In 1966 ARC was first organized in El Paso; however it has had a rocky
history. The organization was reorganized 1979, and 1983. Special Olympics of El
Paso was organized in 1976 and has continued to be very active.

In 1969, six years after federal funds became available, Life Management
Center (a community mental health and mental retardation center) was opened.
During the following year the first sheltered workshop opened for young adults with
developmental disabilities opened. Not until 1982 did the first group home for
individuals with developmental disabilities open in El Paso.

Sampling Plan

Participants for this study were parents who perceived themselves as being in
long-term parenting roles with dependent adult children. Families in this sample
represent a group that preceded the availability of such services as educational and
habilitation programs for developmentally disabled young children. Although these
parents have endeavored to procure a wide range of services, their children have not
had the life long benefit of these services. Some of the adult children have only
recently found placement in day programs, such as sheltered workshops.

Criteria_for Participation

Criteria for selection of the participants for this study included the following:
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participants were parental primary care providers of a dependent adult child, had a
dependent adult child living with them in their homes, were 60 years of age or older,
had English as the primary language, were non-Hispanic, were able to tolerate a one
to two hour interview, and were willing to participate in more than one interview.

Sampling Procedures

Purposeful sampling was utilized to select participants who represent diversity
of the aggregate non-Hispanic population experiencing the phenomenon studied (Miles
& Huberman, 1984; Morse, 1991). With purposeful sampling, key informants were
identified who were knowledgeable about, able to provide detail of, and live the
phenomenon in question (Fetterman, 1989).

Sample diversity is essential in order to achieve a broad description of the
phenomenon (Robertson & Boyle, 1984). Typically, caregivers of any dependent
individual are women. Therefore to achieve adequate diversity of gender and a
sample representing the multiplicity of experiences, snowball sampling technique was
used to supplement purposeful sampling.

Sample Characteristics

Parents. Parents from 15 families were contacted; parents from 12 families

met the criteria for participation. Nineteen parents from 13 families participated in
the study. However, data from only 18 parents and 12 families were analyzed. It
was discovered after the interview began that one parent did not meet the criteria for
participation as the dependent adult child was living in a group home. This parent

continued to perceive herself as "caring for" her adult child. Three fathers who were
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eligible to participate did not because of illness (2 fathers), and conflict of scheduling
(1 father). One family did not participate in the second interview because of a
prolonged life threatening illness of one of these parents.

Twelve mothers and six fathers participated in the study; their age range was
60 to 74 years with a mean of 63.39 years. Sixteen of the parents were of European
descent and two were of non-Hispanic other minority heritage. All parents had at
least a high school education. Three parents obtained college degrees and worked in
special education after the birth of their dependent adult child. Three parents were
employed in full time positions, while three parents were employed until the birth of
their dependent adult child and have since stayed home to care for the dependent adult
child. Most parents perceived their present, past, and future health as good to
excellent. However, there was a downward trend over time. Whereas 50% of the
parents perceived their health as excellent 10 years ago, only 18% predicted their
health would remain as excellent over the next 5 years. Parents reported a variety of
health problems including Parkinson’s disease, cardiovascular diseases, hypertension,
hypercholesterolemia, migraine headaches, strokes, emphysema, arthritis, and
diabetes. Two parents denied the presence of any health problem. A summary of
demographic data regarding the parents is presented in Table 2. Figure 2 presents the
self-reported health status of parents currently, in the past, and in their predictions for
the future.

Dependent adult children. Participants in the study were providing care to six

female and six male adult children with developmental disabilities. Disabilities
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Table 2
Demographic Data: Parents (N=18)
Total Mothers Fathers
Characteristics of Parents (%) (%) (%)
n=18 n=12 n=6

Age

60-64 years 14 (78%) 9 (75%) 5(83%)

65-69 years 2 (11%) 1(8%) 1 (17%)

70-74 years 2(11%) 2 (17%)

mean 63.68 yr 64.08 yr 62 yr
Gender '

Female 12 (66%) 12 (100%)

Male 6 (33%) 6 (100%)
Education

high school diploma 7 (39%) 52%) 2 (33%)

some college 4 (22%) 3(25%) 1 (17%)

college degree 7 (39%) 4 (33%) 3050%)
Employment

full time 3(17%) 2 (17%) 1 (17%)

retired 8 (44%) 325%) 5(83%)

never employed 4 22%) 4 33%)

not employed after birth of dependent 3 (17%) 3(25%)

adult child

Current number of health problems reported

None 5 (28%) 325%) 2@3B3%)

One 6 (33%) 5@2%) 1 (17%)

Two 6 33%) 325%) 3(50%)

Three 1(6%) 1(8%)

*total may equal more or less than 100% as the result of rounding
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Figure 2. Self-reported health status: Parents.
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included Down’s syndrome, cerebral palsy, and mental retardation. Two individuals
had comorbidity of cerebral palsy and mental retardation. The average age of the
dependent adult child was 30.75 years with a range from 25 to 42 years. Ten of the
12 dependent adult children were of European descent; two were of non-Hispanic
minority heritage. Six of the dependent adult children (3 males and 3 females) were
not involved in regular daytime activities, while the other six (3 males and 3 females)
were involved in sheltered workshops or educational programs. All but three parents
reported that their dependent adult child’s health was good to excellent currently, in
the past, and projected it to be similar in the future. However, as with the parents
there was a shift from the good to excellent health range to the fair to poor health
range. Dependent adult children also had health problems such as hypothyroidism,
congenital heart defects (corrected and non-corrected), cancer, blood disorders,
gastric ulcers, and dental problems. Table 3 summarizes the demographic data
regarding dependent adult children. Figure 3 illustrates the parents reported health
status of dependent adult child currently, in the past, and predicted for the future.

Parental perceptions of care. Parents were asked for their perceptions

regarding the amount and type of care provided to their dependent adult child.
Thirteen of the 18 parents rated their dependent adult child need for help with every
day activities as "a little." However, when asked about the amount of supervision
required in daily activities, ratings of parents were fairly evenly distributed over the
range of "a little" to "all the time." Fifteen of the 18 parents reported that the overall

difficulty in providing care was "none" to "a little.” When asked to determine the
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Characteristics of Dependent Adult Children n %
Age
25-29 years 8 67%
35-39 years J 25%
40-45 years 1 8%
mean age 30.75 years
Gender
male 6 50%
female 6 50%
Developmental Disability
Down’s Syndrome 8 67%
Mental Retardation & 17%
Mental Retardation & Cerebral Palsy 2 17%
Number of current health problems not including
developmental disability
None 3 25%
One 2 17%
Two 5 42 %
Four or more 2 17%

*total may equal more or less than 100% as the result of rounding



Elderly Parents

63
DEPENDENT ADULT CHILDREN
¢€ 67
60 —
50
50 +——— : ——
40 +— — -
33 33
30 +—
25 25
20 1 i_'f:_.'h =
04— 8 —
0 0
0
Health Health Predicted
Status Status Health
1983 1993 Status
1998

values are in percent (N=12)

Figure 3. Parents report of health status: Dependent adult children.
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balance between the negative aspects of having a dependent adult child at home with
the positive aspects, 13 parents reported that positives outweighed negatives. The one
parent who reported that negatives outweighed positives was actively searching for
out-of-home placement for the dependent adult child. Table 4 summarizes the
parent’s perceptions of type and amount of care they provide.

Families. Nine of the 12 families that participated consisted of both parents
and the dependent adult child living in the same house. All dependent adult children
lived the majority of their lives in two parent households. At the time of the
interview, in three families there was only one parent. All dependent adult children
were the natural children of both parents except for one. In two families another
adult child and their offspring (1 child and 3 children) resided with the parents. The
annual income for the families ranged from $15,000 to over $50,000. Two-thirds of
the families had incomes less than $40,000 per year. In four families at least one
parent was providing care to another adult family member. Two other mothers
provided child care for their grandchildren on a daily basis. Table 5 summarizes the
family demographic data.

Refusals. All families who were contacted by the investigator and met
eligibility criteria participated in the study. The investigator does not know if any
families refused to participate after talking with the agency/organization or church
representative about the study and prior to the investigator getting potential
participant’s names. Two eligible families asked to have the investigator call back in

three weeks because relatives were visiting during the summer. After the three week
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Table 4
Perceptions of Parents Regarding Type and Amount of Care Provided (N=18)
Total Mothers Fathers
Parental Care to Dependent Adult Children (%) (%) (%)
n=18 n=12 n=6
Amount of supervision required
None 0(0%) 0(0%) 0(0%)
A little 5(28%) 4 (33%) 1 (17%)
Moderate amount 5 (28%) 4 33%) 1 (17%)
Quite a bit 6 (33%) 3(25%) 3(50%)
All the time 2 (11%) 1(8%) 1 (17%)
Amount of help required in every day
activities
None 1(6%) 1(8%) 0(0%)
A little 12 (67 %) 9(75%) 3(50%)
Moderate amount 4 22%) 2(17%) 2 (33%)
Quite a bit 1(6%) 0(0%) 1 (17%)
A lot 0(0%) 0(0%) 0(0%)
Degree of difficulty in providing care to
dependent adult child
None 6 (33%) 4 (33%) 2(33%)
A little 9 (50%) 6 50%) 3 (50%)
Moderate amount 2 (11%) 2 (17%) 0(0%)
Quite a bit 1(6%) 0(0%) 1U7%)
A lot 0(0%) 0(0%) 0(0%)
Balance between positives and negatives
aspects of having dependent adult child in
home
Negatives outweigh 1(6%) 0(0%) 1 (17%)
Positives outweigh 13 (72%) 9(75%) 4 (67%)
Equal 4 (22%) 325%) 1 (17%)

*total may equal more or less than 100% as the result of rounding
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Table 5

Family Demographic Data (N=12)

Family Attributes n %
Number of parents in home
One 3 25%
Two 9 75 %
Number of persons in the home
Two 2 17%
Three 8 67%
Five 1 08%
Seven 1 08%
Provision of care by parents to family members other
than dependent adult child
No one 6 50%
Another adult 4 33%
Grandchildren 2 17%
Annual family income
$15,000-19,000 2 17%
20,000-29,000 4 33%
30,000-39,000 2 17%
40,000-49,000 3 25%
50,000 & over 1 08%

*total may equal more or less than 100% as the result of rounding
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period both families participated in the study. Three eligible fathers did not
participate in the study. Wives of two fathers reported that their husband’s health was
poor and could not participate. The third father was always out of town during the
data collection periods and a meeting time could not be established because of other
obligations.

Once the study was explained by the investigator, parents were very open and
eager to participate. In scheduling interviews parents often asked to make an
appointment at the researcher’s convenience. When scheduling the second interview
all families agreed to participate. However, after discussion with one parent, and at
the investigator’s suggestion, it was mutually agreed that the family would not
participate in the second interview. The other parent of this family had been in the
hospital several times recently, and was hospitalized again at the time when the
second interview. Overall, parents were most helpful in the research process.

Instrumentation

Intensive Interview

The purpose of intensive interviewing is the collection of in-depth data
regarding the phenomenon of study. Interviews were composed of questions that
allowed the researcher to elicit, describe, organize, and identify units of social
settings. This type of interview elicits information that addresses the purpose of this
research, specifically to identify the meaning elderly parents attribute to their life-long
parenting of and caregiving to their dependent adult children. The interview guide

used open-minded questions, beginning with a few broad questions. Additional
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questioning was used to expand responses and provide in-depth, rich descriptions.
Questions were repeated and rephrased to get as complete a description of the
phenomenon as possible. The interview guide was developed to be administered in a
one to two hour time period.

The interview guide was developed based upon a previous pilot study of
elderly parents of adult children with developmental disabilities (See Appendix A)
(Schaller-Ayers, 1991). The interview guide served as a guide for the interview: it
was not a questionnaire that was meant to be followed in a particular order or used
verbatim (Lofland & Lofland 1984). Consistent with the method of intensive
interviewing additional questions emerged as relevant during the interviews, and
questions also arose from the data analysis. For example, in the guide there were no
questions regarding formal agencies and informal networks. By the third interview it
became evident that this was an important topic to parents. Therefore, questions were
included regarding the parents perceptions of formal agencies and informal networks.
The investigator sought to have parents "speak freely in their own terms about a set
of concerns . . . plus whatever else they might introduce” (Lofland & Lofland, 1984,
p. 59) to more fully describe their perceptions.

Demographics

A questionnaire was developed using standard items to elicit demographic
information such as age, gender, marital status, income and educational status (See
Appendix B). The questionnaire contained items regarding the parent as well as the

dependent adult child. Because elderly parents may be providing care to other family
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members, an item regarding caregiving activities was included. Additional items
were used to obtain a parental rating of how difficult it was to provide care, and how
much potential care and supervision their dependent adult child needed. These along
with health items were similar to data collected by Seltzer and Krauss (1991). The
item regarding the rating of negatives to positives of having a dependent adult child in
the home was included because during the pilot study (Schaller-Ayers, 1991), elderly
parents identified 19 difficulties but only four good aspects of parenting dependent
adult children. Intrigued with these numbers, the investigator wanted to detect how
the parents would qualitatively balance the difficulties with the benefits. This item
came from a family caregiving study by Stewart and Archbo‘ld (1989).

Procedures

Recruitment Through Agencies

The investigator talked with directors of government and nongovernment
agencies, organizations, and churches who were aware of elderly parents who provide
care to adult a child with developmental disabilities. The intent of the research
project was explained and assistance with recruitment was requested from the
directors. Directors were given a copy of the consent form for the study. Directors
were asked to identify elderly parents who met the sample criteria. The directors
then communicated with potential participants to inquire about their willingness to
learn more about participation in the study. Although directors from both
governmental and nongovernment agencies and organizations were contacted, only the

nongovernmentally sponsored agencies and organizations and churches identified and
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contacted potential participants for this study.

Once initial approval was obtained from potential participants by the agency
contact person, the investigator contacted the parent by telephone to explain the study
and to seek verbal consent to participate. An appointment was arranged with those
individuals who agreed to participate. Before the interview began, the researcher
reviewed the study and its risk and benefits using the consent form (Appendix C).
The consent form was typed in "18pi" font; a font of "14pi" or higher is
recommended for reading ease for elders. The consent form was signed and the
participant retained a copy of the consent form. The consent form was reviewed and
verbally reaffirmed at all subsequent interviews agreed to by the participant.

Demographic information for both the elderly parent and the dependent adult
child were collected from the parent at the end of the first interview. During the
initial telephone contact, parents were advised that a desirable time for the interview
was one in which the dependent adult child was not present. If the dependent adult
child was present in the home, the interview took place in a room not occupied by the
dependent adult child. The investigator was able to meet and interact with 10 of the
12 dependent adult children; six during the first interview and four additional
dependent adult children during the second interview.

Data Collection

Data were collected through in-home interviews lasting one to four hours each.
All interviews were tape recorded. Family caregiving is largely a maternal role

(Ascher-Svanum & Sobel, 1989). Therefore, fathers rarely have participated in
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parental caregiving research. In this study, when both parents were willing to
participate, parents were interviewed separately except when it created an
inconvenience for one family. This provided an opportunity for fathers and mothers
to have separate input.

The interview guide (see Appendix A) was derived from the purpose and
specific aims for this study. For example the items "Would you describe what it was
like taking care of (name) when he/she was younger?" and "Has taking care of
(name) changed over time?" are related to the research aim of describing how the
parents’ perceptions regarding the meaning of parenting to dependent developmentally
disabled children has changed over time. The item regarding parents’ concerns about
their children and the types of concerns is related to the specific aim of describing
current parenting and caregiving concerns identified by these parents.

Open ended questions were used to obtain participant responses. After initial
interviews and data analysis, an additional interview with both mother and father
present, when agreeable, was arranged with participants to validate preliminary
findings and to identify and expand missing and preliminary developed areas of the
emerging themes. Because intensive interviewing is an emergent process, the
beginning interview guide was revised as data were analyzed and needs for particular
information become apparent. Specifically, an item regarding beliefs about agencies
was added to the interview guide, after this topic repeatedly came up in early
interviews. Fifteen parents were interviewed twice, three parents were interviewed

once. Those parents who were interviewed once participated in at least a two hour interview.
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Ethical Considerations

Protection of Human Subjects

The study was reviewed and approved (Appendix D) by the Oregon Health
Sciences University institutional review board. Participants were given sufficient time
to read the consent form and ask questions regarding the study prior to signing (See
Appendix C). Al participants were given a copy of the signed consent form before
the first interview. At subsequent interview times, consent forms were reviewed with
the participants. To maintain the confidential nature of the interviews, true names
were not transcribed. All identifying information was removed from the transcripts.
All mothers in the study were referred to as "M"; all fathers as "F": all dependent
male children as "S"; and all dependent female children as "D". All identifying data
collected during interviews were kept separate from the transcripts. Information
obtained during the interviews was not shared with the referring agencies.

Potential Risks and Benefits

Participants were advised at the time of the informal consent that the
identification of suspected caregiving neglect or abuse must be reported to the state
adult protective services division. No reports were made. Elderly parents often
found discussing concerns about caregiving and future options to be emotionally
stressful. When a participant became upset or distressed, the participant was asked if
he or she desired to continue, reschedule, or temporarily stop the interview. If the
researcher believed continuation of the interview was not in the best interest of the

participant the researcher planned to terminate the interview. No interviews were
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terminated early. However, with one father and one mother the topic of discussion
was changed because of participant distress, primarily crying and long pauses during
the interviews. All fathers in the study had tears at some point in the interview
process. The researcher provided emotional support as necessary to seven parents.
Emotional support consisted of affirming their feelings, offering tissue, and touching.
If the participant desired additional support, the researcher had planned to refer the
participants to an appropriate service. No referrals were made, although possible
options were discussed with participants.

Benefits included an opportunity to discuss with an interested individual the
lived experience of being a life long caregiver. These elderly parental caregivers had
never participated in research and desired to tell their story. Additionally, the
discussion regarding their parenting did provide insight into problems experienced,
possible options, and decisions that needed to be made. Parents who participated in
the study asked the researcher to return, often reported that they enjoyed the visit,
and frequently asked if the information provided by them was useful or helpful.

Data Analysis

Analysis of Interviews

All interview tapes were transcribed. The investigator transcribed three
interviews; the others were transcribed by an experienced research transcriber. All
transcribed interviews were verified by listening to the tape recordings and reading
the transcripts at the same time. Corrections were made to the transcripts to

correspond to audio tapes. Transcripts were also scrutinized to assure that identifying
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information, such as names, was deleted. Copies of the transcripts were stored on
computer diskettes, one copy on an investigator-only access computer hard drive, and
in print form. There were a total of four copies of the computer diskettes that were
stored in four different secured locations. Original audio tapes were stored in a
locked drawer and destroyed at the end of the study.

A computer program, Ethnograph (Seidel, Kjolseth, & Seymour, 1988),
which allows printing, coding, and sorting of data into analytic categories was briefly
used in data management. Data management consistently used included note cards,
computer generated copies of interviews, poster boards, and highlighting meaningful
data. The analysis process involved identifying units of social settings as described
by Lofland and Lofland (1984).

Transcribed interviews and observations were used for data analysis. To
protect the veracity of the participants’ ideas, data remained in the language of the
participants. Analysis began after transcription of the first interview. The major
method of data analysis was Lofland and Lofland’s (1984) conceptualization of units
of social settings. This strategy was selected to allow consideration of the
consequences of the experiences of parenting adult dependent children upon the
parents and adult children. The method of analysis also preserved the context of the
parent’s descriptions.

Lofland and Lofland (1984) have identified eleven units of social settings that
they describe as most basic. These units are meanings, practices, episodes,

encounters, roles, relationships, groups, organizations, settlements, social worlds, and
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lifestyles. An additional unit, entitled sources of support by the researcher, was also

identified as being most useful for the analysis. Lofland and Lofland (1984) state that
there is no definitive list of units, therefore the addition of this unit is consistent with

this method of analysis.

The units of social settings utilized in this study were meanings, practices,
episodes, encounters, roles, relationships, lifestyle and sources of support. Three of
these units, meanings, relationships and sources of support were analyzed thoroughly.
The consequences of these units upon other units were explored. For example, the
unit "meaning of being a parent" was explored for its consequences on the units of
practices, and lifestyle. Social units are not conceived of being separate entities but
units that build upon one another, so that data are not mutually exclusive (Lofland &
Lofland, 1984).

Meanings. Meanings are "linguistic categories that make up the participants’
view of reality and with which they define their own and other actions” (Lofland &
Lofland, 1984, p. 71). Meanings are present at all levels of social settings.

Practices. Practices are normal, ordinary traits of every day life. Practices
are noted to be exceptional by the researcher only after analyzing the data (Lofland &
Lofland).

Episodes. By definition episodes are "remarkable and dramatic to the
participants” (Lofland & Lofland, 1984, p. 76).

Encounters. Lofland and Lofland (1984) describe encounters as the interaction

of two or more people that tends to be bounded by social systems and generally lasts
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for only a brief period of time.

Roles. Roles are ascribed (such as child, parent, and girl) and achieved (such
as nurse, banker, and president). Roles are used to organize one’s behavior and to
make sense of other’s behaviors (Lofland & Lofland, 1984).

Relationships. Relationships are described as the interactions of two or more
people who interact over time and consider themselves to be connected to each other
(Lofland & Lofland, 1984).

Lifestyle. Lofland and Lofland (1984) describe lifestyles as "adjustments to
life by a large number of similarly situated persons" (p. 91). Although influenced by
economic status, lifestyle is also affected by other variables such as values.

Sources of support. For the purpose of this study, sources of support was

defined as means by which parents received physical, emotional, and financial
assistance in provision of care to their dependent adult child.

Once useful social units of analysis were identified, the social units were
subjected to a series of questions as suggested by Lofland and Lofland (1984).
"Social analysts commonly pose seven basic questions about units of social life.
These questions should be thought about conjointly with the units of social
organization” (Lofland & Lofland, 1984), p. 93). The seven questions asked of each
social unit of analysis were (a) What type is it?, (b) What is its structure?, (c) How
frequent is it?, (d) What are the causes?, (¢) What are the processes?, (f) What are
the consequences?, and (g) What are the strategies? (Lofland & Lofland, 1984, P

94). Of all these questions, the question regarding consequences is unique. Not only
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are the consequences within the unit explored but so are the consequences of the
social unit upon other social units. For example, the social unit of meaning can be
explored for its consequences on the social units of encounters and practices.

In order to identify those units that contained the greatest number of
descriptors, the greatest number of relationships, and exhibited the most interest to the
parents who participated, the initial data analysis used was ethnography as described
by Spradley (1978). Initial analysis involved domain analysis and was guided by
semantic relationships as described in Spradley’s (1978) text. The basic elements of
domain analysis are concept identification, descriptive terms for the concept, the
semantic relationship between the domain concepts (cover terms) and descriptive
terms, and what is excluded from the domain concept. Transcripts were scrutinized
for all possible descriptive terms which fit the semantic relationship of the domain
concepts.

When the domains were adequately saturated, taxonomy analysis was then
undertaken by relating similar descriptive terms and domain concepts that were
described by the same semantic relationship. The domains were then shared with
participants (See Appendix E). Few descriptors were added to the domains; by the
participating parents. The Taxonomy analysis are found in Appendix F. The
descriptors and cover terms from the domains and taxonomies were then subjected to
analysis as suggested by Lofland and Lofland (1984).

Analysis of Demographic Data

Demographic data were analyzed using the CRUNCH 4 computer statistical
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program. Descriptive statistics such as frequencies, means, and percentages were the
only statistics calculated.

Validity and Reliability

Just as qualitative and quantitative designs utilize different approaches to data
collection and analysis, different approaches are used to attend to the issues of
scientific rigor for qualitative research. Lincoln and Guba (1985) propose that
validity and reliability of qualitative research are based upon the issue of
trustworthiness of the findings. They have operationalized trustworthiness as
credibility (analogous to internal validity in quantitative studies), transferability
(analogous to external validity), depend<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>