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Abstract
THE EFFECTS OF AUTONOMY AND PATERNALISM ON PARENT-CHILD DISCUSSIONS OF CAREGIVING PRIOR TO PARENTAL DEPENDENCY
            The provision of support and care to parents by adult children has been called one of the “crucial social issues of our time.”  Unfortunately, families, while aware of the need to talk about care provision, rarely discuss the details surrounding such care.  Families may choose not to talk through caregiving plans due to discomfort in discussing topics that tacitly acknowledge a parent’s mortality, or because they believe that instinctive understandings between parents and children render explicit discussion unnecessary.  Thus, the goal of this research project is to further examine the effects of attitudes toward autonomy and paternalism, as well as future time perspective and aging anxiety on preparation for future care needs by parents and their children.  This study uses survey method to establish the nature of these relationships..
Protocol

Purpose and Background

      As recently as 100 years ago, it was unlikely that many people would be faced with the prospect of caring for an aging parent.  After all, at the beginning of the 20th century, life expectancy at birth was just 47 years (U.S. Census Bureau, 2005), and only 1 in every 25 Americans could be considered elderly (i.e., 65 or older).  Since then, life expectancies have risen to 76 years at birth, and the proportion of the population aged 65 or older has tripled to 1 in 8.  Demographers expect the population to continue ‘graying’, and have estimated that by 2050, the number of seniors aged 65-84 will more than double, and the number of those aged 85 and older – will almost quadruple (U.S. Census Bureau, 2004).  Consequently, the task of providing care to a parent is no longer undertaken only by a small minority, and is performed by so many adult children that scholars have described it as a ‘developmental task’ of adulthood (Dellmann-Jenkins, Blankemeyer, & Pinkard, 2001).  

Preparation for caregiving

      Preparation for future care needs may take a variety of forms, ranging from becoming aware of future needs, to gathering information about care options, deciding on preferences for care, and making concrete plans (Sorensen & Pinquart, 2000).  A number of benefits may derive from actively engaging in preparation for caregiving.  For example, it may help older adults cope with feelings of insecurity about the future (Pinquart & Sorensen, 2002a).  Research also suggests that children often feeling a sense of relief from having had discussions that offer insight into parental preferences for care (Pratt, Schmall, & Wright, 1987).  Despite these, and many other potential benefits of discussing care arrangements, most families tend either to avoid such conversations, or make only limited progress toward formalizing plans for care.  For example, a study conducted by Bromley and Blieszner (1997) revealed that while more than 80% of their sample of adult children had considered the possibility that their parent might need help in the future, fewer than 40% had discussed the matter with their parents.  Pecchioni (2001) placed the proportion of parent-child dyads who had engaged in explicit conversation about plans even lower, with fewer than a quarter of the dyads she studied having discussed possible care arrangements.  It appears then, that while family members may consider the future needs of aging parents on an individual basis, it is rare for them to prepare collaboratively for future care needs.

      This lack of discussion is problematic.  If families do not prepare for in advance for parental dependency, it seems likely that important decisions will be made in response to a negative turn of events, such as the death of a parent, or a sudden decline in the health of a parent.  Consequently, choices of great significance for both the parent and their family are often made under pressure (Maloney, Finn, Bloom & Andresen, 1996; van Meter & Johnson, 1985) and without much input from those affected most – the parents themselves (Abramson, 1988; Brechling & Schneider, 1993 in Pinquart & Soresnen 2002).  Given the importance of advance preparation and the apparent reluctance of families to engage in it, a challenge facing gerontologists is to determine what factors predict preparation for caregiving.  To date, only a limited number of variables have been associated with parent-child discussion of care arrangements.  Some of these variables include frequency of interaction (Fowler, 2006), the parent’s age (Sorensen, 1998), and children’s sense of personal authority (Bromley & Blieszner, 1997).  The goal of this study is to investigate whether holding certain attitudes toward decision-making and aging influences the nature and extent of discussion that takes place.

autonomy, Paternalism, and caregiving decision-making

      In the context of decision making about care arrangements, recent work has distinguished between two forms of autonomy (Cicirelli, 1992).  Independent autonomy refers to instances where an individual makes their own decisions, perhaps after having consulted another or asked for advice.  Shared autonomy describes situations where others participate more actively in the decision-making process, and encompasses instances where the subject delegates decision-making responsibility to an agent.  It seems likely that older adults perceive view autonomy favorably, with one interview-based study finding that elderly parents perceive decisions made on their behalf by nominated children as an extension of their own autonomy (High, 1988).  While it is generally desirable to maintain the autonomy of older persons, there may be times when this goal becomes subordinate to that of maintaining a person’s welfare.  In circumstances such as these, paternalistic decision-making may be deemed appropriate.  Paternalism involves the “intervention in the making and executing of another person’s decisions for the welfare of that person” (Cicirelli, 1992, p. 27).  This intervention may involve the vetoing of a parent’s decisions in favor of what a child considers more appropriate, and the use of a range of strategies such as coercion, “deception, threat, misinformation [and] manipulation” (op cit).  Given the forceful nature of some paternalistic acts, they are understandably subject to negative interpretations.  However, the attitudes that motivate them are not, by definition “uncaring, selfish or exploitative” (Pecchioni & Nussbaum, 2000a).  

      It appears that attitudes towards autonomy and paternalism may have a significant influence on the manner in which caregiving conversations progress.  For example, Cicirelli (1992; 1993a; 2003) found that daughters’ endorsement of paternalism and weaker support of independent autonomy was predictive of their making a greater number of decisions, and that mothers made more decisions when they held weaker paternalism beliefs.  Other studies have found that daughters talked more relative to their mothers when at least one of them held strong paternalism beliefs, although paternalism did not predict who made final decisions (Pecchioni & Nussbuam, 2001a).  While it has been shown that these attitudes affect the nature of caregiving discussion when it takes place, a question yet to be answered is whether attitudes towards autonomy and paternalism influence willingness to engage in, and initiate such conversations.

Future Time Perspective and Aging Anxiety
      The term “future time perspective” describes the extent to which a person perceives his or her future as “limited or open-ended” (Lang & Carstensen, 2002, p. 125).  Psychologists argue that an individual’s perception of time is significant because it influences both the goals that person adopts, and their motivation to work towards those objectives.  An investigation of the relationship between future-orientation and financial preparation for retirement found that having an extended future orientation was associated with knowledge of financial planning, involvement in the financial planning process, and ultimately, financial readiness for retirement (Hershey & Mowen, 2000).  It seems likely that a comparable relationship may exist between possessing an extended time perspective and preparation for future care needs.

      Lynch (2000) notes that growing older may be accompanied by a number of fears, such as anxiety about declines in “health and physical functioning, financial well-being, cognitive ability, changes in physical appearance, and social losses” (p. 534).  It seems likely that anxiety about growing older may affect preparation for future care needs, although the nature of this relationship is uncertain.  On the one hand, moderate levels of anxiety may serve to stimulate planning for the future, so as to reduce their worry.  On the other hand, anxiety about the future could have a paralyzing effect such that older adults with particularly severe concerns may simply try to avoid thinking about their future.
Hypotheses and Research Questions
      H1a:  For children, belief in paternalism is positively related to consideration of needs, and gathering information, but inversely related to discussion

      H1b:  For parents, belief in paternalism is positively related to consideration of future care needs, but inversely related to gathering information and discussing arrangements with children.

      H2:  Belief in shared autonomy is positively related to consideration of needs, gathering of information, and discussion for both parents and children

      H3: Future time perspective is positively associated with all stages of caregiving preparation.

      RQ1a:  Is children’s willingness to engage in/initiate discussion of care arrangements related to their (or their parent’s) endorsement of independent autonomy, shared autonomy, or paternalism?

      RQ1b:  Is a parent’s willingness to engage in/initiate discussion of care arrangements related to their (or their children’s) endorsement of independent autonomy, shared autonomy, or paternalism?

      RQ2:  Is belief in independent autonomy associated with the preparation of adult children and their parents for future care needs?

      RQ3: What relationship, if any, exists between aging anxiety and preparation for future care needs?
Methods and procedures: Subjects

      Two groups of people are sought to participate in this research.  The group consists of adult children aged at least 30, who have at least one living parent.  The second group consists of older adults (aged at least 55) who have a minimum of one adult child.  A minimum of 200 participants total is desired.  It is anticipated that data will be collected both at CSUF, and Penn State University, where the co-author of the proposed paper attends graduate school

Recruitment Procedures
            Participants will be located primarily through students enrolled in communication classes at CSUF and PSU.  Students will be offered course/extra credit for their assistance in locating individuals eligible to participate in the project.  The project will be of particular value to students currently enrolled in Comm 150 at CSUF, as it relates directly to material covered in this class.  Students will be asked to provide the names and contact information of at least two people who are willing and eligible to participate.  These referees will then have the survey instruments delivered or mailed to them.

Procedures
            Participants will complete a survey packet comprising approximately 70 questions.  The survey takes approximately 15-25 minutes to complete.  They will also receive 2 copies of the informed consent form attached, one of which is for them to sign and return, the other of which is for their own records.

Instruments
      Autonomy:  A shortened version (approx 12 items) of Cicirelli’s (1989) instrument will be used.  The measure originally was designed to measure 6 subtypes of autonomy, though subsequent factor analysis suggests that these are only 2 reliable dimensions.  The measure has been used both in psychological research (e.g., Cicirelli, 1992, 1993, 2003) and communication research (Pecchioni & Nussbaum, 2001), and has achieved high reliability. 
      Paternalism: A shortened version (approx 12 items) of Cicirelli’s (1989) instrument will be used.  The measure was originally 30 items long, but will be substantially shortened to alleviate participant burden.  The measure has been used both in psychological research (e.g., Cicirelli, 1992, 1993, 2003) and communication research (Pecchioni & Nussbaum, 2001), and has achieved high reliability.

      Future time perspective:  Developmental psychologist Laura Carstensen of Stanford University developed a 10 item measure to assess the degree to which individuals perceive their time (or the time of another) as expansive or limited.  The instrument has been widely used in order to test the propositions of Socio-emotional selectivity theory, a prominent theory that seeks to explain how social contact and personal goal-setting contributes to well-being in later life.  In this study, a 7 item version of the instrument is used on the grounds that 3 of the original items are quite redundant.
      Aging anxiety:  Lynch’s 7-item measure is used to determine the extent to which people face the aging process with confidence or fear.  Each question references a different aspect of the aging process which sometimes causes anxiety for people (e.g., losing friends, changing appearance).  A single item has been removed from the scale for use in this study.
      Preparation for future care needs:  Two different measures are used to determine the nature and extent of preparation individuals have undertaken with regards to future care needs.  A 10-item version of Fowler’s (2005) instrument is used, which asks participants to indicate the extent to which they have discussed different aspects of preparation for caregiving (e.g., where the parent will live, how care will be funded).  This measure will also ask parents to indicate the degree to which they are concerned with becoming a burden to their children in later life.  The second measure to be used was developed by Sorensen & Pinquart (2001). This measure is broad in scope encompassing the attitudes participants hold regarding the usefulness of preparation and their expectation of care, and the process of preparation, including becoming aware of possible needs, gathering information about possible courses of action, deciding on preferences, and engaging in concrete planning.  In the format used in this study, approximately 20 items are retained from the original scale, while four items measuring the extent to which parents are concerned about the impact of care on their children are added.
Potential benefits

      In previous survey research examining factors that may predict caregiving preparation, some subjects have noted that participating in the research prompted them to consider more closely what sorts of issues it would be useful for them to think about in order to prepare themselves for the future.  Thus, participation indirectly contributed to their planning for the future.  Ultimately, this research contributes to literature in family communication and gerontology that helps scholars, therapists, and families understand the processes surrounding preparation for care arrangements, and the factors that may render it more or less likely that families and individuals will plan ahead for the future.
Potential risks

    As per the informed consent form, participants will be told that there are no risks to participating in the study beyond those normally encountered in day-to-day life, and that it is unlikely that they will experience discomfort from participating.  However, they will also be cautioned that while the questions on the survey are not especially intrusive, they might feel that they are quite personal.  Furthermore, they will be advised that if they think they would be upset by thinking about issues concerning the future, their attitudes toward aging, or their level of preparation for caregiving, they are free to choose not to participate in this study.

      There are no physical, economic, or legal risks to involvement in this study.  Any psychological or social risks are considered minimal.  While it is possible that some participants may prefer not to think or answer questions about the relationships they have with their parents, they will be informed as to the general nature of the research, and made aware that they are free to choose against participating in the study.  Furthermore, the content of the surveys used in this study is not particularly intrusive, and reflects themes commonly discussed by children when talking with peers.  It is unlikely that there are any social risks involved in participating in the study.  In fact, it is hoped that participation in the study may even yield social benefits insofar as it prompts greater awareness of some of the issues that it may be useful to discuss prior to becoming dependent in later life.
Management of risk

      Surveys will be marked with identifying numbers that can only be linked with participants’ names by the researcher.  In many cases, especially those where students distribute the survey to others, even the researcher will not be able to identify who completed a given survey.  Where identification is possible, all information derived from the survey will be kept confidential so far as is permitted by state and federal law.  Data will be stored in a secured faculty office, or in files at the researcher’s home.  If identifying information exists, it will be stored separately from the raw data so that confidentiality is not compromised.  Where students intend to pass surveys on to other people for completion, they will be provided with sealable envelopes in which either they, or the people who completed the surveys, may return them via campus or U.S. mail.
Subject compensation

      There is no financial compensation available for participation.  Some students may be offered extra credit either for completing the survey themselves, or locating others who are eligible and willing to participate.
Academic qualifications

      Dr. Fowler completed his Ph.D at Penn State University, and has previously worked with family populations using survey and interview methods.  He has received training in research methods and, during his graduate training, took a number of courses focused on families, aging, and functioning.  The current study is a continuation of the research he began during his doctoral dissertation.
Completion of NIH or OHRP on-line training

      See attached sheet.
Informed Consent Form

      See next page

Instruments

      See attachments
INFORMED CONSENT FORM

You are invited to participate in a study being conducted by Dr. Craig Fowler. We hope to learn more about the preparation that people engage in regarding any future care needs they think they might have.  You were selected as a possible participant in this study because the issue of caregiving is most relevant to adults aged 50 and above, as well as their adult children.  If you decide to participate, you will be asked to complete a survey form that contains about 60-70 questions, and will probably take 15-25 minutes to complete.  The survey will ask you questions about your attitudes toward the aging process and the future, your beliefs regarding who should make decisions in later life, and the extent to which you have carried out some of the tasks associated with preparing for caregiving.
There are no risks to participating in this study beyond those normally encountered in day-to-day life, and it is unlikely that you will experience any discomfort from participating in this study.  We do not believe that the questions on the survey are intrusive.  However, because they focus on issues associated with growing older, you might feel that they are quite personal if age is something about which you feel sensitive.  If you think you would be upset by being asked to think about the future and about your attitudes toward caregiving, and would prefer to avoid thinking about this topic, you are free to choose not to participate in this study.  Sometimes, participating in research of this kind helps people to see their circumstances in new ways, or give them ideas about how they might need to plan for the future.  While this can be a benefit of being involved research projects, it cannot be guaranteed.

Any information that is obtained in connection with this study and that can be identified with you will remain confidential and will be disclosed only with your permission or as required by law. 

Participation in this study is completely voluntary, and no financial payment is involved.  If you have been asked to complete this survey by someone you know, it is possible that they are receiving extra credit as a ‘reward’ for finding people to be involved in the study.  

Your decision whether or not to participate will not influence your future relations with California State University, Fresno.  If you decide to participate, you are free to withdraw your consent and to discontinue participation at any time without penalty.  The Committee on the Protection of Human Subjects at California State University, Fresno has reviewed and approved the present research.  You will be given a copy of this form to keep.

If you have any questions before, during, or after participating in this research, please ask!  Dr. Fowler will be happy to answer them, and can be reached at 559-278-2878, or by email at crfowler@csufresno.edu 

YOU ARE MAKING A DECISION WHETHER OR NOT TO PARTICIPATE. YOUR SIGNATURE INDICATES THAT YOU HAVE DECIDED TO PARTICIPATE, HAVING READ THE INFORMATION PROVIDED ABOVE.  IF YOU ARE UNDER 18 YEARS OF AGE, PLEASE DO NOT PARTICIPATE IN THIS STUDY.
Signature of person participating in the research:

____________________
_________________________________________________________

Date
Signature

_____________________________
_____________________________________________________
Date
Signature of Investigator
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