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WELCOME AND INTRODUCTIONS

Brigitte Neumann, Executive Director of the Nova Scotia Advisory Council on the Status of
Women, and Carol Amaratunga, Executive Director of the Atlantic Centre of Excellence for
Women’s Health, co-directors of the Healthy Balance Research Program, welcomed everyone
and gave an overview of the two days we would spend together learning more about the Healthy
Balance research. Brigitte introduced Susan Nasser, the new Coordinator. Susan asked
participants to introduce themselves and reviewed the agenda. The list of participants can be seen
in Appendix A and the agenda in Appendix B.

Susan then introduced Gail Bruhm.

FAMILY CAREGIVERS ASSOCIATION OF NOVA SCOTIA
Gail Brullm, Executive Director

Gail Bruhm spoke to us about the Family Caregivers
Association of Nova Scotia, FCgANS, a province-wide, not-
for-profit organization dedicated to the recognition and
support of family caregivers. Funding comes from the J.W.
McConnell Family Foundation and the Nova Scotia
Department of Health. FCgANS envisions a society where the
contributions of caregivers are recognized and valued as a
critical part of health care and where all caregivers are
supported in this role. The Association strives towards this
vision by offering the following services:

up-to-date information on community, health care, and support services
workshops, seminars, and support groups

quarterly newsletter

information packages that can be mailed

¥y v ¥v ¥

Upcoming initiatives include:

»  Caregiver Summits involving employers - New Glasgow in March; Halifax in May
funding for community-based projects
»  arecognition luncheon for caregivers on May 16 - part of Caregivers Week

Gail addressed the issue of language, describing how she no longer refers to caregivers providing

care for “loved ones” because she has come to realize that at times, caregivers are providing care
for someone whom they do not love and may in fact have been in an abusive relationship with.
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One of the issues that was highlighted at an international conference on caregiving held in
Washington D.C., last fall was young people {(children and teenagers) as caregivers. This is an
area that FCgANS would like to explore further.

There was discussion about the concept of choice in assuming caregiving roles. Often, caregivers
feel that they have been conscripted into providing care because of family obligations, societal
expectations, and lack of alternate resources.

PRESENTATION BY TEAM Q - FOCUS GROUPS
AND FOLLOW.-UP DISCUSSIONS

- Four members of Team Q (Charlotte Loppie, Katherine

- Side, Linda Bird and Laurene Rehman) joined us to talk

- about the conduct of the focus groups and to share some
preliminary findings. The presentation can be found in
Appendix C, details about the coding in Appendix D, and
8l quotations from focus group participants in Appendix E.

Discussion Following Presentation

> Thf: quotes are key to reporting on the focus groups; they enable readers to hear people’s
voices.
> Final report:
. written in plain language, language that is very understandable and accessible,
= not too long,
. catchy title,
. should be dictated to a cassette tape or CD so people with visual disabilities and

those with limited literacy skills can access it,
. available on web site,

. hard copy éhould be accessible in design (e.g., a binding that allows for easy
photocopying),
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#12 Negotiating

»
See #13 6 - Challenges of caregiving - Job-related, Gaps)

#121 Balancing multiple roles

emphasize role conflict related to paid work
work environment - be sure to include all aspects

» large employer/small employer differences
> culture of the workplace

>

#13 Challenges of caregiving

#131 Feelings and emotions

there should be a well-defined category for feelings such as anger and resentment that call for
more than coping (see Gaps)

#13 3 health

#1331 stress
#1332 sleep

does “sleep” include fatigue, exhaustion? If someone said they were exhausted, would that be
coded under sleep?

#1333 illness and disease

mental health of the caregiver should be specifically mentioned; this should not just be added
in under “illness and disease”

#13 6 Job-related

See also 12 1 - Negotiating/Balancing multiple roles, Gaps
2k 2k 2k ok ok v ok 2k afe e e ke
In general - what about caregivers who do things related to their caregiving that decrease their

own health, such as not eating properly - sort of a negative self-care (See #5 2 - Care for the
caregiver/Self-care, Gaps) :
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#16 Special challenges

»

problems with the definition: unique caregiving situations that fall beyond the
normative experience

» What is meant by normative? Whose term is this - the researchers or the
focus group participants?
> What if participants did not recognize their experience as unique?

Is this where disability issues are coded? Is this the only place where disability issues
are coded?

Is there some way to break down this category? It seems very broad, especially if it is
where issues related to disability are being coded.

What about women with disabilities who are providing care for other people. Are their
experiences reflected here?

How representative were the two disability focus groups? Were women with mobility
disabilities well represented? (The overall percentage of participants identifying

“themselves as having a disability across all focus groups is 21.5% - the type of
disability is not indicated.)

#17 Culture, race

> problems with the definition: any culture, race or ethnic considerations the caregiver
identifies as informing her/his caregiving roles and
responsibilities
> what if there are considerations that participants are not aware of or are
not able to articulate but which have an impact on their caregiving roles
> racism and its impact on health is an example
> Is there some way to break down this category? It seems very broad.
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Summary of Gaps

1. Putting a name to intense feelings such as anger and resentment, feelings with which
caregivers may need in-depth help to sort through (See #13 1 - Challenges of
caregiving/Feelings and emotions)

2 Role conflict, especially in relation to paid employment combined with caregiving
responsibilities (See #12 1 - Negotiating/Balancing multiple roles, and #13 6 -
Challenges of caregiving/Job-related)

3. Fill-in care (See # 5 2 - Care for the caregiver/Self-care, and # 6 - Gaps in care for the

caregiver)

4. Behaviours that have a negative impact on the health of the caregiver, such as not eating
properly (See # 5 2 - Care for the caregiver/Self-care, and #13 - Challenges of
caregiving)

5. Personal health practices such as exercise, nutrition, and other stress management and

relaxation options (See # 5 2 - Care for the caregiver/Self-care)
6. Food security is a distinct issue

See #13 4 - challenges of caregiving/financial
this could also be an issue of finding time to shop

Summary of definition problems

#16  Special challenges |

> What is meant by “normative”?
> What if participants don’t recognize their situations as unique?

#17 - Culture, race

> What if there are considerations that participants are not aware of or not
able to articulate but which have an impact on their caregiving roles?
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Photo-documenting of the caregiving experience: Each caregiver is given a digital camera, and
asked to take photos that capture her experience. At some point the camera is wielded by the care
recipient for a while, to capture that standpoint. Photos will be an entry point for a subsequent
interview, as the participant explains what each photo signifies.

Design parameters:
12 families/households
2 African Nova Scotian
2 Aboriginal Nova Scotian
2 Immigrant/refugee
2 Women with disabilities
2 Gay/lesbian
2 Rural, White, Heterosexual

Each ERG gets only 2 households to ‘represent’ them. We must remember this research is NOT
intended to be representative; it is intended to seek depth. We won’t pretend to know everything
about what caregiving looks like in any community — the point is to really ‘get” what it’s like to
live the experience for these 2 households. '

I will want team members from each of the represented communities. Either academics with
research experience, or people with expertise in policy analysis, or familiarity with the caregiving
experiences in their community. Already on the team: Robin Stadnyk (Occupational Therapist},
expertise in policy impact on elderly community-based caregivers. She has also suggested a First
Nations woman who is a health policy analyst who may be interested in being on the team.

I will need one RA each from African Nova Scotian, Aboriginal, and gay/lesbian communities.
Probably also one from the immigrant communities, one from communities of people with
disabilities. Each would research 2+ households.

PRESENTATION BY SURVEY TEAM

Janice Keefe, Team Leader of the Survey Team, talked with us about the survey and some of the
dilemmas it presented. The presentation can be found in Appendix G.

Background information

18% of Canadians are providing care

Every year, there are100,000 more people providing care

Of those providing unpaid care, 60% are women and 40% are men

Women are two times more likely than men to be in the group that provides 10+
hours/day of unpaid care

¥y vy v ¥
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Survey instrument

The survey instrument currently consists of 27 pages and includes the following sections:

»

Methodology

Unpaid work

. help given and received

. elder care, child care, and care for those with disabilities

Paid work

. includes self-employment

. Balancing paid work and caregiving

.. How does work interfere with family as opposed to how does family
interfere with work?

. Does employer encourage or discourage you leaving on short notice due to
emergency?

. Do you miss business trips, educational training or other social events at
work because you are not-able to get away over night or during the
evening?

Empowerment

. resilience and beliefs/attitude scale

Stress

. role overload, different for everyone and some people cope better that
others

. health

Demographics

. culture, country, what group do you feel you belong to?

The survey will be carried out on the telephone. Approximately 2000 households will be
contacted through random digit dialing. A contract will be entered into with a company
experienced in surveys of this type. The time it takes to complete the survey is a key factor in
determining the cost of doing it. Once the length of the survey has been determined, companies
will be contacted to submit bids.

Testing the survey instrument

Two methods of testing the survey instrument are being pursued:

>

One member of each Equity Reference Group has completed the questionnaire
and provided written feedback on language, terminology and content.

Page 15






> There could be different approaches to encourage representation from the equity
groups. For instance, a contact person could distribute questionnaires through
commumnity organization and gathering spots. The problem with this is that the
data obtained has to be clearly recognized as different from the data from a
telephone survey. Respondents would self-select and would be completing the
survey in writing on their own, not on the telephone, where prompts and
explanations can be given.

> If special efforts are not made to capture the issues of the equity groups, their
voices will likely be lost in the overall survey because their numbers are so small
within the general population.

> One strategy is to develop additional research proposals that will be structured to
obtain the desired feedback from equity groups.

> It is important to remember that the survey is just one component of the Healthy
Balance research. Findings from the other components - the focus groups, the
secondary analysis and the caregiving portraits - could provide avenues for
highlighting the issues of particular relevance to equity groups.

CLOSING COMMENTS

Susan led a brief discussion of how the meeting had gone. Participants felt it had been
productive, but would have appreciated an agenda in advance. The two-day format was popular,
and it was agreed to plan upcoming meetings using the same structure. Susan thanked everyone
for their energy and enthusiasm during the discussions.

Summary of Feedback from Written Feedback Forms
The feedback form can be found in Appendix L

Participants had overall positive comments about the organization, visual aids, format, pace and
facilitation of the meeting and the presentations. They enjoyed the informality and having pienty
of time for discussion and feedback. The thorough updates on the research were appreciated, as
was the opportunity to grapple with the challenge of ensuring that the equity groups felt
represented in the research. The informative presentation by the Family Caregivers Association of
Nova Scotia was helpful.

Participants liked the visual aids, such as the coding tree and the timeline.

There were positive comments about having all of the ERGs meet together as this allowed them
to hear from women with varied backgrounds and experiences. This approach fostered respectful,
quality conversations among equals, dismantling a more traditional hierarchy between researchers
and subjects. :

The opportunity to ask questions after the presentations and the small group discussions created
an interactive environment. Several participants connected their own experience as caregivers to
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the discussions at the meeting, commenting on the benefits of talking together as a way to relieve
stress and combat isolation.

It was suggested that the next ERG meeting use a similar two-day format so that the same
unrushed atmosphere could be reproduced. Participants enjoyed having dinner together as a
group because of the opportunity to talk informally with other ERG members.

While the facility was suitable, some felt that the meeting room was too far from the hotel guest
rooms for those with disabilities. Although the room set-up, with no podium, created a
comfortable atmosphere conducive to exchange and discussion, some found the noise level and
the room temperature problematic.

Participants found the meeting well organized and well facilitated.

Susan Nasser, HBRP Co-orclinator, with
Patricia LeBlanc and Marcie Shwery-Stanley,
Women with Disabilities ERG Group
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APPENDIX B

ERG Meeting Agenda

- A Healthy Balance

%ﬁf A community alliance for health research on
Nova Scota women’s unpaid caregiving

Jc—;qui{:q Qe{:erencé @'roup Meeting
AGENDA

Thursday, February 20

12:00 - 1:00 p.m. Lunch

1:00 - 1:30 p.m. Welcome and introductoty comments

1:30 - 2:45 p.ra, Gail Bruhm, Family Caregivers Association of Nova Scotia

2:45 - 3:00 p.m. Nutrition break

3:00 - 5:00 p.m. Team Q (Focus Groups)

6:00 p.m Dinner at the Symposium - we hope you can join us!
Friday, February 21

8:30 - 9:00 a.m. Gather and coffee

9:00 - 9:30 a.m. Reflections on Team Q) presentation

9:30 - 10:30 a.m. Family Portraits -

presentation and reference group-specific discussions
10:30 - 10:45 a.m. Break
10:45 a.m.- 12:00 p.m.  Survey

12:00 p.m. - 1:30 pm.  Working lunch/wrap-up
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Any questions on the coding Process?

6 free nodes- not part of the tree in the beginning but can be added to the tree(like a tree
graft ) or can sit outside the tree:.Methodological Issues, Quotable Quotes, Paid
caregiving, For example- Free node of Caring for pets- didn’t materialize into a major
theme - would not add it to the tree. On the other hand Control has emerged as a major
theme and will be moved into the tree. Methodological issues - things that arise from
the process of conducting a focus group that helps us understand the process of collecting
the data and as researchers helps us to look objectively to our role in the data collection
process.

Discuss methodological issues

Many of the focus groups brought together caregivers of a distinct community, however,
even within each focus group there was great diversity (participants age and life
experiences, number of people they were caring for, traits of the care receiver, resources
available to them including support from family and friends, etc.).

Each participant spoke of their caregiving experiences that has been affected by many
different factors within and beyond their individual control.

For example: Rural Urban issues. While there are some differences to accessmg health
care and other resources in rural communities, Social support seems to be more connected
to an individual’s relationship and support from family and friends.

But you know, I don't think it is so much the fact that we're black women
as it is that we're a small community. When you are a small community,
everybody knows everybody. What happens in your life, you don't even
have to relay it sometimes somebody already knows it. It makes the
sharing aspect so much easier.

Other factors can contribute to a caregiver’s feeling of isolation be it rural or urban as the
above conversation continues:

But if you hadn't been out there in the beginning, you might not know what is available
either. If you are not a person who is out in the community very much. We have people
in our community who just don't know what is available.

Another methodological issue concerns the process of facilitating a focus group. Some
facilitators had more skill or experience facilitating and some groups were easier to keep
on target. Sometimes a facilitator read off a question and all the prompts at once and then
the participants may not have addressed all the issues. The following is one of my
memo’s:

11:49 am, Jan 3, 2003. I have found that in many of the interviews- multiple questions
are read off by the facilitator at the same time- the last question gets answered and the
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If you already have health problems, like I have, arthritis and fibromalgia then you have
to try to look after somebody else when you're sick.

I'm in my house 24/7 because that's where I work...because of the kids I can't run away.
I'm also disabled; my kids who help me as far as what I miss in translation or somebody
knocking at the door because I don't hear it.

Many of the caregivers from a range of focus groups were caring for an individual in the last
stages of their life.

When you care for someone you know is going to pass away, you're doing what needs to
be done, but when you're caring for someone who is just dealing with all this emotion -

it's not like they're in and out of consciousness - so you deal with it on a daily basis and
it's always bringing challenges they're running into you have to deal with - it's ongoing.

It's important to stress that it's the whole family who needs a break from death and dying
and going on about it. )

The caregiving experience of Immigrant woman may be further impacted by being in a different
country of origin without many of their traditional supports of family and friends in the new
country. '

...when [ moved to Canada, my experience was hard because I didn't have the language
and because I didn't learn the Canadian system, I was feeling that I didn't have the same
abilities as them, and skills. So I was feeling a little bit powerless, useless and because I
couldn't provide the cares I should do, or the care I think I thought I should do, because I
didn't have enough knowledge, enough understanding of the systems, and it
as...stressful... and also because I don't have friends, my friends, my network, so I had to
support that situation, I had to support her just by my own. So the stress of caring her in
an unfamiliar environment without network, support network, was really, is really a
Jrightening situation.

I feel I'm happy when I go to work because when you stay at home, when you come to
Canada you don't have relatives, friends, some people to talk with them, it feels happy to
meet some people from other cultures, and the children, the parents, the teachers, I am
very happy with them because I feel that I am involved in the society.

Language and unfamiliarity with the Canadian system can be challenging for immigrant women:

And nobody come to you to tell you if you need services, for your new life.
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For a social situation, maybe MISA is a great help, but for day to day situations for a
newcomer, a person cannot speak English, don't inow where should I go or what should
Ido.

One woman explains the challenge of finding day care so women can attend English class. Not
being able to speak English affects their ability to get jobs.

How do we enter back into society? They will stay longer and longer at home because
there are no places where they can take care of their kids, so we wouldn't have longer - to
learn English is really slow - because they don't have the opportunity, because they have
to take care of their kids.

Geographic distance to provide care for other family members with financial implications:

Also because financial...from your country or from Canada, the price so different. So I
call them,

Caregiving and different cultural expectations between generations was also cited by some of the
Immigrant women:

What they meant was the children who were born in their original country, or they came
with their parents as a toddler, a very young age...there are people I do find part of a
culture shock so of course your children grow up, a different age. They have different
interests, they have different concerns.....

The cultural expectations for women's roles may differ, however it depends on what country they
are coming from and also may relate to their class system. In the following quote, one immigrant
woman compares her life here with life in her country of origin:

Idon't know about Canada, but in our country, the woman has to do everything for all

the family. She has to. And it's hard. I'm relaxed here in Canada. Certain times I feel
that I have to go to my country, but I'm relaxed here. I want to stay here for the rest of

my life.
Another woman had the opposite experience:

...since I came to Canada, I learned how to be responsible for everything. By my self I
have to raise my children with my own hand. All this I learned here in Canada.

Another woman comments:

Just a few months ago my mom was sick and we couldn't afford to go back to visit her,
but in my culture I have to obey my husband so my husband forced me not to go.
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Self-confidence and self-assurance. There's no other way you could get it. Those are
such little words for what it is I'm trying to describe. Ithink probably it has more to do
with spirituality, the spiritual side of self-confidence and self-assurance.
As you can see, these focus groups are rich in information and we appreciate everyone’s efforts
in helping to make these focus groups happen. The analysis is an ongoing process and we value
your input. At this time we would like to ask you two questions (Questions- slide 10}

Do you see your care giving experiences reflected in the tree?

Have you identified any possible gaps?
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Living in this area definitely impacts, not so much on the ability of care that you can give, but on
the resources that you have to help you.

You also have to do a lot of teaching, because people don’t know. You have to make them aware
of the illnesses that are going on within your families.

And gardening is good therapy.
It’s really important that you don’t give up your own self-things ... keep your balance.

Unfil the home care workers came in, I don’t really think I totally understood how much of an
impact it had on me physically. I knew that I was always getting through.

You grab what you can. You eat after everybody else.

Sometimes when you finish taking care of everybody else, all you want to do is lay down
somewhere and food is way down there at number 23 or something, not a priority.

Social life, what’s that?

At first my husband was home with her, but then she got to the point where she just depended on
me, so I just gave up my work to always be there.

Take care of everything. Around the clock. Never having a break.
Oh yes, a lot of time to and from the hospital. A lot of time watching him wither away.

I know the day will come when I can’t commit to taking care of him for rest of my life. I have my
own needs. :

They come first. You’re always trying to protect them, you almost never think of yourself.
Oh, I feel good when I can help someone, no matter who I can go and help, I feel good about it.

And why should we have to have our teeth fall out just because we stay home and look after the
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APPENDIX G

Team P - Questions for discussion by individual Equity Reference Groups

Questions for the African Nova Scotian ERG members

There will be only 2 African Nova Scotian households/families in this part of the study. Remember this
research is NOT intended to be representative; it is intended to seek depth. At the end we won’t know
everything about what caregiving looks like in the African Nova Scotian community — the point is to
really ‘get’ what it’s like to /ive the experience for these 2 households.

How, then, would you like the team to select the 2 households from your community? A lot will
depend on who is willing. But in an ideal world, what kinds of households from your community would
you like to see participate? We could choose by rural/urban; type of care giver — care recipient
relationship; typical or atypical care giving situations....

We are considering using photographs as part of the research. There’s also talk about maybe video
footage.... To what extent do you think including photos would be acceptable in your community?
Would it be likely to exclude people?

To what extent do you think including a video would be acceptable in your community?
Would it be likely to exclude people?

I’ll need at least one African Nova Scotian research assistant. Any ideas? If not individual names,
what kind of person folks in your community would be most comfortable opening up to? (Student, older
retired woman, someone very like themselves, from their own community, or a different Black
community...?)

I will want team members from each of the represented communities. Academics with research
experience, people with expertise in policy analysis, familiarity with caregiving experiences in your
community, help with access and recruitment... Who do you know from your communities that would
be a good addition to the team?
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Questions for the Aboriginal Nova Scotian ERG members

There will be only 2 Aboriginal households/families in this part of the study. Remember this research is
NOT intended to be representative; it is intended to seek depth. At the end we won’t know everything
about what caregiving looks like in Aboriginal communities — the point is to really ‘get” what it’s like to
live the experience for these 2 households.

How, then, would you like the team to select the 2 Aboriginal households? A lot will depend on who
is willing. But in an ideal world, what kinds of households would you like to see participate? We could
choose by rural/urban; on reserve/off reserve; type of care giver — care recipient relationship; typical or
atypical care giving situations....

We are considering using photographs as part of the research. There’s also talk about maybe video
footage.... To what extent do you think including photos would be acceptable in your community?
Would it be likely to exclude people?

To what extent do you think including a video would be acceptable in your community?
Would it be likely to exclude people?

I’ll need at least one Aboriginal research assistant. Any ideas? If not individual names, what kind of
person folks would be most comfortable opening up to? (Student, older retired woman, someone very
like themselves, from their own community, or a different First Nations community...?)

I will want team members from each of the represented communities. Academics with research
experience, people with expertise in policy analysis, familiarity with caregiving experiences in your
community, help with access and recruitment... Who do you know from your communities that would
be a good addition to the team?
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Questions for the Women with Disabilities ERG members

There will be only 2 households/families headed by women with disabilities in this part of the study.
Remember this research is NOT intended to be representative; it is intended to seek depth. At the end we
won'’t know everything about what caregiving looks like in households/families headed by women with
disabilities — the point is to really ‘get’ what it’s like to /ive the experience for these 2 households.

How, then, would you like the team to select the 2 households? A lot will depend on who is willing.
But in an ideal world, what kinds of households would you like to see participate? We could choose by
rural/urban; type of disabilities (physical only? Cognitive, psychiatric?); type of care giver — care
recipient relationship; typical or atypical care giving situations....

We are considering using photographs as part of the research. There’s also talk about maybe video
footage.... To what extent do you think including photos would be acceptable in your community?
Would it be likely to exclude people?

To what extent do you think including a video would be acceptable in your community?
Would it be likely to exclude people?

Would women with disabilities want an RA who also has disabilities doing the interviews? If so,
would she have to “‘match’ the disabilities of the participants? I know this sounds bizarre... But, for
example, could an RA with mental health problems interview women with physical disabilities, or vice
versa? Is the similarity sufficient to consider them members of the same ‘community’? Any ideas for
RAs?

I will want team members from each of the represented communities. Academics with research
experience, people with expertise in policy analysis, familiarity with caregiving experiences in your
community, help with access and recruitment... Who do you know from your communities that would
be a good addition to the team?
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APPENDIX 1

Feedback Form
Healthy Balance Research Program
Equity Reference Groups
FEBRUARY 20 & 21, 2003

FEEDBACK FORM

1. What did you like most about the meeting?

& ‘What could have been improved?

3. What are some of the things you learned?

4, What are some questions you still have?

5. Do you have suggestions for the next meeting?

6. Should we use the two-day format again?
7 What do you think of the facility? (If you have a suggestion for a better facility,

please let us know - we will be happy to check it out!)

8. Final thoughts?
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