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1. Purpose
The purpose of the study is to gather preliminary data on parenting, health status, and social support in a group of fathers with inflammatory arthritis. This will inform the development of future investigations aimed at documenting the impact of arthritis on the role of father and inform rehabilitation and education interventions in the future

2. Background 

Although there is a considerable literature on family life and parenting stress, there is surprisingly little research on how fathers with a chronic illness manage their role as fathers. There is research that describes or compares experiences of fathers and mothers in typical families and studies of parenting a child with chronic illness or special needs. For example, research on work and family life has identified 3 major areas of potential strain experienced by parents: the division of household labour, sharing of child care responsibilities, and paid work indicating differences in how mothers and fathers experience parenting role strain.
When it comes to parents living with a chronic illness, there is a small body of literature examining mothers, but despite recent shifts in how parents share and participate in childcare, household work and employment, surprisingly little research on if or how a chronic illness impacts men’s role as father. An extensive, librarian-assisted search identified only one paper specific to fathers with arthritis. In a UK survey of mothers, fathers and grandparents followed by a focus group to probe perceptions of the impact of arthritis on child care, fathers and grandfathers reported the most difficulties with children over 5 years of age (Barlow et al., 1999). This was in contrast to mothers, who reported greater difficulty with infants and toddlers, specific to feeding, lifting, holding, and playing with children. “The inability to join in physical games and activities reduced the amount of physical contact with children or grandchildren and this was perceived to cause ‘strain’ in social relationships…described by one father as the ‘I let you down again syndrome.’. In particular, fathers reported that joint pain and overall fatigue associated with arthritis limited their ability to participate in many child care tasks; they had difficulty distributing limited physical energy across their children, and felt particularly short-tempered during times of disease flares, which in turn had an impact on parenting. All parents/grandparents in this study reported fears about keeping children safe.
Studies of mothers with arthritis indicate they experience fluctuations in their ability to participate in both physical care and nurturing activities associated with parenting. Despite the limitations in doing parenting tasks, they report parenting satisfaction scores equivalent to mothers without chronic illness. Health status (including arthritis symptoms like pain and fatigue) and social support are important predictors of parenting disability and participation.
Consequently, the purpose of this study is to move toward the assessment of the impact of arthritis on fathers by pilot-testing a survey aimed at selecting and measuring relevant variables.

3. Research Question
How are fathers affected by their arthritis? Specifically, to what degree do arthritis symptoms, health status, and social support contribute to their involvement in fathering tasks and perception of their role as parents?

4. Specific Objectives 
a. To pilot test a survey on arthritis and parenting with fathers to determine its feasibility in terms of clarity, relevance and time to complete.
b. To compare preference for paper versus on-line versions of the survey.

c. To obtain preliminary estimates of parenting task limitations and parenting sense of competency in a convenience sample of fathers with arthritis.

d. To tentatively explore relationships among health, social support and parenting factors in a convenience sample of fathers with arthritis.

5. Method

a. Research Design. A cross-sectional survey will be used. 
b. Inclusion/Exclusion Criteria. Eligible participants are men, over 20 years of age, with a diagnosis of inflammatory arthritis (rheumatoid arthritis, psoriatic arthritis, juvenile arthritis, ankylosing spondylitis, lupus) confirmed by a rheumatologist. To be eligible for this study on parenting, they must have at least one child under 21 years of age living with them, either full-time or at least 4 days/month if they share custody/co-parent. The pilot test is limited to the English language and to fathers residing in Canada.
c. Recruitment. Potential participants will be recruited by advertising on arthritis consumer web-sites and support groups, posting ads on the Arthritis Research Centre web site and in its building, and distributing flyers at arthritis information/education meetings in the community. We aim to recruit 20 to 30 participants for the pilot study.
d. Procedures. When potential participants indicate interest in the study (via phone or e-mail) the student or principal investigator will respond to their questions, describe the survey, and determine eligibility with the following screening questions:
i. Do you have arthritis or a related condition? (no = thank you for your interest, but this study is for fathers with arthritis)

ii. What kind of arthritis do you have (RA, PsA, JA, AS, SLE, other inflammatory arthritis)? (none of these = thank you for your interest, but this study is presently limited to fathers with inflammatory types of arthritis)

iii. What are the ages of your children? (if all over 21 = thank you for your interest, but this study is for fathers of at least one child under 21 years of age)

iv. Do your children (does your child) live with you? (if not a simple yes, ascertain that child is in the father’s home at least 4 days per month, e.g., one day a week, two weekends a month or any shared parenting arrangement that exceeds this minimum. If minimum not established = thank you for your interest, but this study is presently limited to fathers who have parenting demands on a consistent weekly or monthly basis.)
Those eligible will be mailed a paper survey together with cover letter that explains the study and states that completing and returning the survey implies they have consented to participate in the study. They will also be offered a web site address to complete the survey on line if they prefer (the paper copy is still sent so participants can peruse questions - navigating the on-line version requires them to respond to items before advancing to the next screen). A stamped, addressed, return envelope will be provided. E-mail reminders/thanks will be sent approximately 2, 4 and 6 weeks after sending the original survey to maximize returns.

e. Survey Content. The draft survey is an edited version of the Arthritis, Parenting and Household Work Survey (B06-0281), which includes questions about work, parenting, arthritis, health, social support, family quality of life, and demographic characteristics. The draft survey will be reviewed with consumer collaborators (volunteers from the Arthritis Research Centre Consumer Advisory Board). The following established items or instruments are embedded in the survey:
i. Parenting Disability Index – level of difficulty performing parenting tasks
ii. Parenting Sense of Competence Scale – parenting satisfaction and efficacy
iii. Statistics Canada General Social Survey items on time use last week – hours spent on paid work, household work, home maintenance, child care, volunteer work and leisure.
iv. Role balance – 4 items on perceptions of balancing demands of the day
v. SF-36 Health Survey – overall physical and mental health status
vi. Health Assessment Questionnaire II – functional status
vii. Multidimensional Scale of Perceived Social Support – social support received from significant other, family and friends

viii. Social Support Questionnaire – satisfaction with social support

f. Feasibility/ease of completing survey. In order to use the survey in a larger study, an additional short set of questions will be asked regarding survey clarity, perceived relevance, length of time to complete, and additional comments.
g. Ethical considerations. Approval has been obtained from the UBC Behavioural Research Ethics Board. Because the Arthritis Research Centre of Canada is affiliated with the Vancouver Coastal Health Research Institute, concurrent approval has been obtained from VCHRI. Breach of confidentiality is the main risk to participation in this study; identities will remain confidential and stored in a password-protected file, separate from the survey responses. Participants are not identified on surveys or in the data analysis; findings are presented in aggregate form. 
h. Data analysis.  Descriptive statistics and correlation coefficients will be used to illustrate survey findings, identify associations, identify missing data/problematic items, and inform the final version to be used in a later study. 
6. Significance of the study

Given the dearth of evidence of the impact of arthritis on men’s roles as parents, this study is an important step toward gathering descriptive data. The findings of the pilot study will inform the development of a larger study aimed at explaining participation in parenting among men with inflammatory arthritis, which in turn, will inform health care services aimed at helping men maintain their role as fathers.
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