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Abstract:

This research study will describe, explore and analyze my own personal and professional experiences and perceptions as a mother, clinical nurse specialist, and advocate for children with developmental disabilities. In my research into this experience, I will use autoethnography, and more specifically evocative narrative. Data will be constituted from my memory, recollection, and reflection. Family artifacts, such as photographs, journals, personal emails and letters between family members and friends, will be used to stimulate retrospective thinking. No interviews or observation will be used to collect data. 
The overarching research focus will include the examination of three main areas: 1) inquiry into mothering;   2) exploration and analysis of my life situations, practices, beliefs, values, and feelings; and 3) inquiry into secrets and difficult knowledge and how we learn to talk about difficult topics such as developmental disabilities, sexual abuse, divorce, accidents, and illness.
The research process will seek to answer the following questions: What can be learned and understood, by myself and others, from this multilayered exploration and analysis of my personal and professional experiences as a mother, advocate, and clinical nurse specialist? How can this research promote appreciation for the human experience and challenge and shift practices around the subjects of developmental disabilities, sexual abuse, divorce, accidents, and illness?
Funding:  
Unfunded and in partial fulfillment of the requirements for a PhD at the 

University of Saskatchewan.
Expertise:

I am positioned multiply in relation to this research.  I am a Clinical Nurse Specialist in adolescent mental health and have been employed as an individual and family therapist working with children of alcoholics and suicidal adolescents and their families. I am also involved in teaching, clinical practice, and research regarding child and adolescent mental health.  My clinical teaching has included practice with children and adolescents with developmental disabilities.  I am also a parent of a child with Down’s syndrome and have been involved in early intervention programs, Saskatchewan Association for Community Living, and Special Olympics. I am also a PhD candidate in the Department of Educational Administration, College of Education, University of Saskatchewan.
Conflict of Interest:
An informed consent will be obtained from each of my family members, most central to the research, by an intermediary, my co-supervisor, Dr. Debbie Pushor, Department of Curriculum Studies. My family members will have access to my written work at all points in time upon their request and will be invited to be part of the ongoing negotiation of the research text in particular the text that may contain their quotes or reference to them. They will be given an opportunity individually to read and respond to the text and will have the right to decline. There will be no financial benefits or other incentives for family members.  There are no perceived limitations on publication or distribution.  
Participants:

No participants will be enrolled in the study as it is framed as a self-narrative. Therefore there will be no procedures for recruiting, selecting or assigning participants.  Utilizing the methodology of autoethnography, my three children and I will be most central to the research. My four children are adults, ages 20, 26, 29 and 37. Free and informed consent will be obtained from all four children and my mother. The consents will be obtained by Dr. Debbie Pushor. Please see next section re: consent.
Recruitment Material:  N/A
Consent:

Please refer to consent form, Appendix and B. .
I will seek informed consent from my 4 adult children and my mother, not for assuming the role of research participant but only to have my family acknowledge and consent to the study as an inquiry into a family story written from my perspective as a mother. The consent will also reflect their awareness and acknowledgement of their loss of anonymity and confidentiality as a result of their relationship to me. My youngest child is 20 years old and Down’s syndrome.  He is functionally and workplace literate and has graduated from high school with a modified grade 12. He also has a learner driver’s license.  He is part of a work/education program at a contemporary eatery and has received very positive feedback from his employer. His primary role is bussing and he also fills in as an auxiliary host. An intermediary, Dr. Debbie Pushor, will obtain consent from my four adult children. She will, at regular intervals, confirm the family members’ ongoing access to my written work and their ongoing negotiation of the research text in particular the text that may contain their quotations or reference to them. 
Methods/Procedures: 

Data will be constituted from my memory, recollection, and reflection. No interviews or observation will be used to collect data.
Storage of Data:  
Any materials constituted as data will be stored in my co-supervisor’s office, Dr. Debbie Pushor, at the University of Saskatchewan, for a minimum of five years.
Dissemination of Results:

PhD Dissertation, Scholarly Works, Conference Presentations and Papers.
Risk, Benefits, and Deception:

Possible Benefits


This research has the potential for personal, practical, and social benefits. The research is also meant to promote appreciation for the human experience and challenge and shift practices around the subjects of developmental disabilities, sexual abuse, divorce, accidents, and illness. It is intended to create discussion of difficult issues, difficult knowledge, vulnerabilities, the imbalance of power, and our individual and societal responsibility to think, feel, care and act. 
Possible Risks
Research of this nature may have an emotional impact on the family. A Registered Clinical Psychologist will be available, to me and my family, for support upon request. 
Confidentiality: 
Although there will be no participants enrolled in the study, references to persons, places, and events will be generalized and no names of people and locales will be used in the retrospective writing for the sake of anonymity and confidentiality. As one element of the autoethnography, it is important to note, that the sexual abuse is already in the public domain and considerable time has elapsed since its occurrence and disclosure. Family members most central to the research will also be identifiable based on their relationship to me.  They will be made aware that their confidentiality and anonymity can not be assured and they will consent to this loss of confidentiality. All measures will be taken to ensure the confidentiality of other individuals in the study. These individuals or places will be given a pseudonym and all identifying information will be masked or removed.
Data/Transcript Release:  N/A
Debriefing and Feedback: 

There will be an opportunity for my family to give constant feedback regarding the research text.  There will also be an opportunity to read the final text. They will have the right to decline if they wish.
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