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1. PURPOSE OF RESEARCH:

The impact of serious illness is not only experienced by the patient, but also by those around him/her who are exposed to the various forms of psychological, economic, and social stressors which may accompany the illness.  Members of a patient’s immediate family, who share the same home environment with their ill parent, child, or sibling, are likely to be influenced by such stressors (Armistead et al., 1995).  Although the potential impact of parental chronic illness is apparent, little empirical evidence exists to guide the understanding of the possible effects (Kahle & Jones, 1999).  In some studies more behavior problems in children and adolescents of parent with chronic illness have been reported.  For example, findings of Mikail and von Baeyer’s (1990) study examining functioning in children and adolescents who have parents with chronic pain revealed that children of parents with chronic pain received higher scores on a measure of delinquency, exhibited poorer adjustment, and had poorer social skills than children of non-ill parents.   Children whose mothers were HIV infected in the Forehand et al. (1998) study also were reported to have more difficulties in psychosocial adjustment, and demonstrated more internalizing problems (e.g., anxiety, depression), externalizing (e.g., aggression), and lower levels of cognitive and social competence than children of noninfected mothers.  Moreover, Hirsch, Moos, and Reischl (1985) argue that it is not a specific parental diagnostic category which places children at risk.  Rather, they suggest that the principal risk factors for children and adolescents may be the presence of parental disability or distress.

Some researchers have attempted to investigate child, parent, and family characteristics associated with child functioning in families with a physically ill parent (Armistead, et al., 1995).

Potential mechanisms accounting for a relationship between parental physical illness and child functioning summarized by Armistead et al. (1995) include disruption of parenting, parental depression, interparental conflict, and parental divorce, with disrupted parenting as a proposed key mechanism for explaining the relationship between parental physical illness and child functioning.  Findings of another advanced path analysis study by Lewis and Hammond (1996) on the impact of early stage breast cancer on the functioning of families with adolescents indicate that illness-related demands, defined as the hardships or stressors that tax the family’s resources and are direct effects of the parent’s disease and its treatment, impinging on the family are associated with higher levels of maternal depressive mood, poorer marital adjustment, and lower parenting quality, which leads to lower adolescent self-esteem.  

Among limited literature available to understand the relationships between parental illness and child functioning, most studies address the impact of parental illness on child’s psychological adjustment (e.g. internalizing problems, externalizing problems).  Impact of parental chronic illness on the child’s achievement and school behavior is rarely emphasized or mentioned in the literature. A strong positive relationship between student achievement and parent involvement in education has been documented in the literature.  Findings of Fan and Chen’s (2001) meta-analysis study reveal an overall practically meaningful relationship between parental involvement and academic achievement.  Particularly, parental aspirations/expectations for children’s educational achievement is highly associated with students’ academic achievement.

As disrupted parenting has been seen as a leading mechanism operating to influence child functioning of parents with chronic physical illness (Armistead et al., 1995), little is known about how the possible disrupted parenting is affecting parent’s involvement in the child’s homework, school activities, and achievement.  Dura and Beck (1998) found that children from families of a parent with chronic pain tended to have more days absent from school than children of mothers with no illness.  The results suggest that disrupted parenting due to parental physical illness is associated with negative parental involvement in the student’s school activities.   

The proposed study is to investigate the degree of parental involvement of mothers with chronic illness in their children’s academic activities and its impact on the children’s achievement and school behavior.   Five aspects of parenting featured in Okagaki and Frensch (1998) will be incorporated in the proposed study: (a) parental expectations for children’s education attainment, (b) grade expectations, (c) basic childrearing beliefs (i.e., development of autonomy, development of conformity to external standards, and importance of monitoring children’s activities), (d) self-reported behaviors (e.g. creating an academically enriching environment and helping with homework, and (e) perceptions of parental efficacy.  Variables about the demands of the illness and the child-parent relationship will also be included to examine their effects on parental involvement and their proximate influence on children’s academic achievement and school behavior.  

2. SELECTION AND RECRUITMENT OF SUBJECTS FOR PARTICIPATION IN RESEARCH:

Sixty mothers with chronic illness, including diabetes, cancers, HIV/AIDS, chronic pain, chronic fatigue syndrome, cardiovascular disease, asthma, etc., who have at least one middle school- or high school-aged child (ages between 12-17) will primarily be recruited from healthcare and social agencies and organizations serving chronic ill patients.  Advertising flyers (see attached) will be distributed to members/patients of these groups/organizations/hospitals, requesting that interested persons who meet relevant criteria contact the investigator.  Oral or written permissions will be obtained from these organizations and clinics, before the recruitment flyers are distributed within their territories.  The principal investigator has attempted to contact the abovementioned organizations and is waiting for permissions authorized by them.  No participant recruitment or data collection will proceed without the issued authorizations.  With issued permissions, health providers and/or social services agents from the abovementioned organization will be contacted and informed of this study, and they will be asked to distribute the flyers to their clients and maybe refer the qualified individuals to the principal investigator of this proposed study.  In addition, the same recruitment advertisement may be sent electronically to their subscribed members via the aforementioned organizations’ listservs.   

3. PROCEDURES TO BE FOLLOWED:

When potential participants contact the principal investigator expressing their interest in participating in this study, they will be told that they can choose to meet with the principal investigator and fill out the questionnaire at the organizations with which they are affiliated or, if they prefer, have the questionnaire mailed to them.  

If the participants decide to participate in this study in the organizations with which they are affiliated, they will be accommodated in a study room provided by the organizations.  Before the questionnaire is given, potential participants will be given a consent form (see attached) to read.  After allowing time for the participants to read the consent form, informing them the purpose of this study, issues about confidentiality and possible risk involved, participants will have a chance to ask questions and express concerns about participating in this research.  

If the potential participants agree to participate in this study, they will be asked to grant their permissions by signing the written informed consent forms.  After the informed consent forms have been collected, consenting participants will be presented with and asked to fill out an 18-page questionnaire (see attached).  This questionnaire is comprised of (1) the parental (participant) background information (Part I in the questionnaire), (2) the target child information (Part II in the questionnaire), (3) the education expectations measure (Part III in the questionnaire), (4) the school contact and participation measure (Part IV in the questionnaire), (5) the parent-child communication about school-related matter measure (Part V in the questionnaire), (6) the parental self-efficacy measure (Part VI in the questionnaire), (7) the home supervision measure (Part VII in the questionnaire), and (8) the Demands of Illness Inventory (DOII, Part VIII in the questionnaire).  The questionnaire should take approximately an hour to complete.  Participants are encouraged to ask questions during the questionnaire completion and may withdraw from this study at any time.  

After filling out the questionnaire, participants will be encouraged to share their experience about participating in this study and filling out the questionnaire if they wish.  If any unusual discomfort is expressed by the participants or observed by the research investigator, a counseling referral will be suggested and provided by the investigator.   An immediate referral, if possible, may be made to the on-site health providers or social services agents (such as social workers) within the organizations at which the research is conducted.  A list of suggested counseling referrals (see attached) will be provided to every participant, regardless of whether the emotional distress is expressed during the study.

Each participant will be paid five dollars compensation for completing the questionnaire.  Participants will be given copies of the consent form, on which the principal investigator’s and his advisor’s names and contact information are listed.  Participants will be encouraged to contact the investigator if any questions or concerns occur.   


If the participants request to have the questionnaire mailed to them, a research pack including the consent form, the 18-page questionnaire (including the instructions), the list of counseling referrals, and a postage prepaid return envelope will be mailed to the designated addresses.  Once the principal investigator receives both the completed questionnaires and the signed informed consent returned by the participants, a five-dollar check will be sent to them.    

4. TYPES AND LEVELS OF RISK:

No high risk is involved in this study.  Some questions in the questionnaire may induce some emotional discomfort in some individuals; however, the risk to the subject is expected to be minimal.  If the emotional discomfort caused by the questions becomes unmanageable during questionnaire completion, participants may discontinue the study.  If the discomfort occurs during or after filling out the questionnaire, individuals are encouraged to contact the investigator for a counseling referral and withdraw from the study if they wish.  If severe emotional discomfort is expressed by the participants or observed by the investigator, an immediate referral, if possible, may be made to the on-site health providers or social services agents (such as social workers) within the organizations at which the research is conducted.  A list of counseling referrals (see attached) will be provided to every participant, regardless of whether the emotional discomfort is expressed during the study.

5. CONFIDENTIALITY AND ANONYMITY:

Based upon the participants’ preferences, they can decide whether they would like to meet with the principal investigator and fill out the questionnaire at the healthcare or social organizations with which they are affiliated or to have the questionnaire mailed to them.  If the participants decide to participate in this study in the organizations with which they are affiliated, they will be accommodated in a study room provided by the organizations.  If permitted by the organization, a “No Interruption” sign will be posted outside the study room to ensure privacy, and the title of this study will not be listed.  

Anonymity is guaranteed by separating the consent form from the questionnaire.  After the consent forms have been collected, an 18-page questionnaire will be presented to the participants.  The participants will be instructed to not put their full names on the questionnaire.  Instead, they will be asked put only their and their child’s initials on the questionnaire.  No full names will be attached to any questionnaires.  In addition, the consent forms and completed questionnaires will be stored separately in different locations.  All information gathered in this study will remain strictly confidential, and will be stored in a locked file cabinet, to which only the principal investigator and his advisor will have access.  When entering the collected data into computer database, only codes will be assigned as identifiers.    

6. DEBRIEFING PROCEDURES/REVELATION OF POTENTIALLTY TROUBLSOME SITUATIONS: 

After filling out the questionnaire, participants will be encouraged to share their experience about participating in this study and filling out the questionnaire.  If any unusual discomfort is noticed by the participant, a counseling referral will be suggested and provided by the investigator.  In addition, emotional support will be immediately provided by the principal investigator. Participants will be given a copy of the consent form (see attached), on which the principal investigator’s and his advisor’s names and contact information are listed, to take with them.  A list of referrals also will be provided to every participant.  Participants will be encouraged to contact the investigator if any questions or concerns occur.  In addition, participants will be reminded that if any emotional discomfort caused by participating in this study occurs even after leaving the study, they are encouraged to contact the investigator directly or the organizations on the list of referrals provided by the investigator for counseling referral.     

7. INFORMED CONSENT:

(Please see attached) 

8. OTHER INFORMATION: N/A
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