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Abstract

Aim: The aim of this study was to investigate family members’ experience of
engaging in the “Family Health Conversations” intervention. Methods: A
qualitative study was conducted with 15 family members who engaged in the
intervention. The study used semi-structured interviews and data were ana-
lysed using reflexive thematic analysis. Findings: Through analysis and in-
terpretation of the data, three themes were identified: 1) Support for navigat-
ing in unknown waters; 2) Bringing peace and relief to the family; 3) Involv-
ing the relative with dementia in Family Health Conversations. Family Health
Conversations showed were beneficial to the families of persons with demen-
tia and of great importance to both individual family members and the fam-
ily. Involving the person with dementia in the Family Health Conversations
was not always beneficial for the family. Conclusion: Deciding when to in-
volve the person with dementia in Family Health Conversations requires
thorough knowledge of the family as well as the person with dementia, to
avoid excluding them. The intervention supports retaining selthood and
autonomy for the person with dementia, even when the individual did not
participate in the conversation.
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1. Introduction

Dementia not only affects the person with dementia, but also affects and changes
the lives of family members who must watch their family member become ill.
Family members must respond to the relative’s needs as their dependency in-
creases and their behaviour changes [1] [2]. Globally, about 50 million people
were living with dementia in 2018, which means that 50 million families are liv-
ing with dementia affecting their lives [3]. In Denmark only 38,000 persons are
diagnosed with dementia, although international population studies estimate
that 89,000 persons in Denmark actually have dementia [4]. Most persons with
dementia receive assistance from their family members, often their spouse. The
adult children, often adult daughters and daughters-in-law, are also likely to
provide care for the person with dementia [5]. It requires a lot of cooperation
and communication among family members to arrange and organize the sup-
port needed by the relative with dementia [6]. Family members of persons with
dementia often want to be involved in the person’s care, but because of the com-
plex situation, which involves many conflicting feelings, dementia family care-
givers risk profound negative outcomes that can affect their health and
well-being [7]. In this study, family caregivers are defined as the family members

close to the person with dementia.

2. Background

Providing care for a person with dementia is extremely stressful and has far
reaching consequences [8]. A review summarizing physiological and functional
changes associated with dementia caregiver stress concluded that family care-
givers often experience stress, depression, anxiety, and poor quality of life as a
result of their caregiving role. The review also asserted that it might be useful to
start viewing dementia caregiving as a health hazard [9]. To reduce the conse-
quences of providing care to a person with dementia, interventions that support
family members and caregivers are needed.

Dementia is known to have a large impact on relations within and across the
family [6]. Interactions among family members change and relatives often
change their roles within the family. Clemmensen et al (2016) identified how
two archetypes of relatives developed throughout the progression of dementia.
The changing roles and interactions within the family seemed to risk potential
conflicts smouldering beneath the surface. Another study investigated family
conflicts in families with dementia [10] and found that they were based on ri-
valry, financial support, or disagreement regarding care. Conflicts among family
members were caused by different views of what was perceived to be in the best
interest of the person with dementia. Similarly, Mitrani et a/ (2006) found that
problematic family interaction patterns significantly contributed to distress
among family caregivers of people with dementia [11]. This argues for develop-
ing interventions aimed at supporting protective family patterns to help prevent
or alleviate the distress that caregivers experience and the risk of conflicts among

family members when caring for a relative with dementia.
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Extensive literature has reported on interventions to relieve family caregiver
burden and depression and promote both physical and psychological health
among family caregivers. Interventions that provide generic educational com-
ponents and psychoeducation skills tend to increase caregivers’ knowledge about
dementia, but have a less significant impact on caregiver burden and distress [8]
[12]. Other interventions are based on physical training, stress and mood man-
agement, mindfulness, and counselling and support groups [13] [14] [15]. The
interventions show overall good levels of satisfaction; psychosocial interventions
have shown positive effects on caregivers’ burden and satisfaction [16]. How-
ever, these interventions primarily focus on the individual family caregiver and
her relation to the person with dementia rather than on interactions among fam-
ily members and the family as the unit of care.

Family Health Conversations (FamHC) were developed with inspiration from
models such as the “Calgary Family Assessment Model,” the “Calgary Family
Intervention Model” [17], and the “Illness Beliefs Model” [18] operationalized
from the Family Systems Nursing theory developed by Wright and Lehey (2013).
FamHC is a therapeutic relationship and conversation among the patient, the
family, and a nurse. The conversation is facilitated by a health care professional,
with the intent to strengthen the health of families and to create new meanings
and opportunities in relation to the health problems within the family [19].

Illness in the family affects all family members, each of whom may have dif-
ferent reactions to the illness [20]. Some family members are capable of giving
important support, others are challenged and may create conflicts or experience
burdens within the family. The FamHC program asserts that the family has a
significant impact on the health and well-being of individual members and
therefore illness needs to be treated as a family affair. In this program the family
is the unit of care and nursing interventions work collaboratively within the
family to focus on interactions, relations, and reciprocity.

FamHC has been investigated with different types of chronic illness, such as
families of older people with stroke, heart failure, psychiatric diagnoses, and
families with ill children [21] [22] [23] [24] [25]. However, studies are needed to
produce empirical evidence of what FamHC means to the family participating in
the intervention. The FamHC intervention has not been examined in the context

of dementia care.

3. Aim

The aim of this study was to investigate family members’ experience of engaging in

FamHC and what the intervention meant to them as individuals and to the family.

4. Method
4.1. The Family Health Conversation Intervention

A central concept in Family Health Conversations (FamHC) is that the dementia

consultant approaches the family as the unit of care, acknowledging that the en-
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tire family is affected when one has dementia. The intervention was conducted
by six dementia consultants: three nurses, two nurse assistants, and one occupa-
tional therapist. They offered skilled assessments of the person with dementia
and their families and caregivers, working with families from the point of diag-
nosis throughout the course of care, providing emotional and psychological
support, information and practical advice on caretaking, plus guidance about
accessing services from the municipality. The dementia consultants completed
four days of formal training at the UCL University College over a period of two
weeks in spring 2018. The formal training focussed on attitudes, theoretical
knowledge, and practical skills and involved knowledge of Family Systems
Nursing theory. In FamHC, the dementia consultant and the family jointly ex-
plore structural, developmental, and functional aspects of the family [17]. In the
formal training, the participants learned by using a genogram and an ecomap,
which are graphic representations of family relations and social networks. They
also learned by asking circular questions, offering caregiver support, and nor-
malizing emotional responses as examples of family nursing interventions that
target the cognitive, affective, and behavioural domains of family functioning. In
the formal training, the participants worked on their practical skills in family
nursing conversations by engaging in role plays and active dialogues with each
other.

The intention of the FamHC intervention was to create a context for change
related to each family’s identified problems and resources. Telling the family’s
illness story has previously been related to unburdening oneself. Narrating and
listening to each other in the family is as a way for making sense of suffering and
finding hope. The FamHC provided a framework to illuminate the family and
dementia consultants’ expectations regarding the conversations. The family was
a self-defined group of two or more individuals who considered themselves as
close family members. During the FamHC, all family members were invited to
tell their own stories and to listen to each other’s feelings and thoughts about
how they were experiencing the current situation. The conversations focused on
topics chosen by the family, with the dialogue and questions aimed to identify
and make use of the resources available within and outside the family [17] [19].
In some cases the families had only one FamHGC, in other cases the families had
two FamHCs.

The FamHC intervention was implemented in dementia healthcare in a mu-
nicipality in Denmark. Dementia consultants responsible for visiting and caring
for dementia families received education and supervision in family systems
nursing and FamHC.

To ensure that the implementation of the FamHCs was consistent and suc-
cessful, the dementia consultants were supervised. They received supervision by
reflecting on their administration of FamHC both with each other and with the
researcher responsible for the implementation. They also received supervision
while conducting the FamHC and by having the responsible researcher partici-

pating in the FamHC provide feedback. The FamHC took place in the home of
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the person with dementia or at the Healthcare Center. In this current study, each
family had one or two Family Health Conversations with the possibility to ask
for more FamHCs. To systematize the FamHC intervention, one of the re-

searchers observed some of the FamHC during the implementation period.

4.2. Design

This investigation was a qualitative exploratory study using semi-structured in-
terviews inspired by Kvale and Brinkmann [26]. Data were analysed using Braun

et al’s model for reflexive thematic analysis [27].

4.3. Participants and Recruitment

The study included seven families. Eight interviews were conducted with 15
family members ranging in age from 13 to 72. A total of eight daughters, three
sons, two sons-in-law, a granddaughter and a grandson participated in the study.
The inclusion criteria were family members participating in FamHC within the
last 1 - 2 months. All families participated in the intervention with the relative
with dementia involved; some families had a second FamHC without the relative
with dementia. Purposeful sampling was used to recruit the participants based
on typical case sampling [28] where the participants could narrate about engag-
ing in the intervention and what it meant to them both individually and to the
family.The dementia consultants randomly asked families if they were interested
in participating in this study. Family members who showed an interest were
contacted by the first author (LB), a female experienced homecare nurse and
PhD student contacted the participants to arrange the interview. All interviews
were conducted by the first author, responsible for implementation of the inter-
vention. The relative diagnosed with dementia in the seven families ranged in
age from 62 to 92. A description of the participants is shown in Table 1.

Table 1. Description of the pariticipants.

The person with

dementia (age)

Numbers of Family Participants (age)
articipants (age
Health Conversations P 8

Daughter, 44 (individual interview)

Family 1 Moth ith Alzheimer’s (73 T
amy otherwi zheimer’s (73) wo Daughter, 51 (individual interview)
Daugther 66 (joint interview)
Daughter (68)
Family 2 Mother with Alzheimer’s (92) One Daughter (69)
Daughter (71)
Son-in-law (72)
Daughter, 43 (joint interview)
Son-in-1 47
Family 3 Father with Alzheimer’s (76) Two on-in-law (47)
Granddaughter (14)
Grandson (13)
Family 4 Father with Alzheimer’s (83) One Daughter (51) (individual interview)
Family 5 Father with Alzheimer’s (84) Two Son, 60 (individual interview)
Family 6 Mother with Alzheimer’s (62) Two Son, 60 (individual interview)
Family 7 Father with Alzheimer’s (81) One Son, 54 (individual interview)
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4.4. Data Collection

The data were collected in 2018 and 2019 through individual or joint interviews.
Some family members requested that the interview be joint, and their requests
were respected. The interviews lasted between 28 and 68 minutes and took place
at the participants’ homes, except one that was conducted by telephone because
the participant lived abroad, and one that took place at the participants’ work-
place. All interviews were audio recorded and transcribed verbatim, including
field notations of non-verbal expressions such as silence, laughter, and crying.
Broad, open-ended questions were used to encourage narration [26]. For ex-
ample, the interviewer asked “Please, tell me about your experience of partici-

» <«

pating in FamHGC,” “Please, tell me about what it has meant to you as a person,”
and “Do you experience your relations in your family have changed since par-
ticipating in FamHG, if so, please tell me how?” Supplementary questions were
also asked, such as “Please, clarify what you mean?” and “Can you say more

about thar?”

4.5. Data Analysis

The interviews were analysed in six phases using qualitative reflexive thematic
analysis as described by Braun and Clarke and further developed by Braun,
Clarke, Terry and Hayfield [27] [29]. A reflexive thematic analysis includes both
a semantic and a latent level. Semantic codes stay at the “surface” of the data,
capturing explicit meaning close to the participants’ language. Latent codes focus
on a deeper, more implicit or conceptual level of meaning, sometimes abstracted
from the explicit content of the data. The latent level was chosen for the current
study to see beyond the obvious meaning.

First phase: The first phase involved getting familiarized with the data
through transcribing, reading it thoroughly, and generating ideas of what was in
the data and what was interesting about it.

Second phase: Phase two involved generating initial codes. The data were ap-
proached with an inductive orientation. A long list of initial codes from the data

» o«

was produced; for example, “helping each other in everyday life,” “getting

» «

knowledge as a family,” “more hugging and showing emotions,” and “coordina-
tion within the family.”

Third phase: In this phase, themes were constructed using codes as building
blocks. They were constructed from the previous initial codes used to categorize
the data (e.g., “the togetherness within families,” “increased competencies,”
“emotionally preparing,” and “practical preparing.”

Fourth phase: Reviewing themes; the entire dataset was reviewed at two levels
to identify potential themes and rework them, validate the potential themes, or
create new themes.

Fifth phase: Phase five involved defining and naming themes, another stage
of review where the themes were checked against the whole dataset to ensure

that the data related to a central organizing concept. This process involved going
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back to collated data extracts to conduct and write detailed analyses that identi-
fied the story told by the theme. A latent level of analysis allowed an in-depth
and nuanced understanding of each theme, including exploring potential sub-
themes and connections among them.

Sixth phase: This involved writing up the story of family members’ experi-
ence with engaging in FamHC and what it meant to them both individually and
as a family. The findings were continuously discussed among the authors to en-
sure consistency. Themes and subthemes were revised to clarify their content
and to develop a richer more nuanced reading of the data. Although described as
a linear process, the analysis process involved a constant back and forth move-

ment between the whole and the parts of the data.

4.6. Ethical Considerations

The participants were introduced to the study through both verbal and written
information and all gave written consent to participate. In situations where the
participants wanted to participate in the interview as a joint interview, this was
respected, and the interviews were then conducted both individually and as joint
interviews. All participants were assured that participation was voluntary and
that they could withdraw from the study at any time without giving a reason. All
participants were assured of anonymity and confidentiality [30]. The Danish
Data Protection Agency approved the study in accordance with the Act on
Processing of Personal Data No. 2015-57-0016. Ethical clearance was obtained
from a Danish Regional committee on health research ethics (S-20162000-158)
and approval was not required according to Danish law. The study was con-

ducted in accordance with the Declaration of Helsinki.

5. Findings

The analysis identified three themes that illustrate experiences of engaging in the
FamHC intervention, including what it meant to individual family members and
what it meant to the family. 1) Supporting navigation in unknown waters. 2)
Bringing peace and relief into the family. 3) Involving the relative with dementia

in Family Health Conversations.

5.1. Supporting Navigation in Unknown Waters

5.1.1. Being Family in a New Way

For the participants in this study, the difficult part of being related to a person
with dementia was that it was the first time they experienced dementia as a dis-
ease in their family. Therefore, the family did not know what to expect and what
they could prepare for. They felt like they were in uncharted waters. Dementia
caused changes in their relative’s behaviour, and this required family members
to change their relationships with their relative. Participants explained they had
to find and learn new ways to spend time with their relative with dementia and

with their other family members. By encouraging family members to talk with
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each other while meeting with the dementia consultant, the FAamHC became sig-
nificant to the families. The family members became aware of the need to be a
family in a new way while experiencing and learning about dementia and the
challenges the disease involved.

Participants expressed that it was difficult to spend time together as a family
when the relative with dementia changed behaviour. A participant described
how FamHC helped to prepare younger family members on how to handle
grandchildren difficulties when spending time with their grandfather:

“It was nice that there was someone who knew more about the disease than I
did, who could explain it to my children. They were told what was happening to
their grandfather. The dementia consultant gave Michael, 13 years old, some
tricks and tools on how to communicate with his grandfather in the best way;,
now that he has dementia. And how the children should tackle and react when
grandfather asks the same questions again and again” (daughter, 43, family 3).

This showed that it was easier to spend time together when family members
increased their competence for tackling the challenges associated with a family
member’s dementia.

The support of the facilitating dementia consultant was significant and of
great importance to the families in providing knowledge about the course of
dementia. Everyone in the family expressed that they understood the relative
with dementia and felt better equipped to meet future challenges. A participant
described:

“It is only positive that we get knowledge, so we aren't surprised or scared
along the way. We are in uncharted waters ... we haver't tried it before - so the
advice and guidance that we can receive as the disease progresses is only good.
We get the same knowledge in the family. It helps us, so that we aren’t surprised
or scared along the way — but there will probably be new things that we need
help with all the time” (son-in-law, 47, family 3).

To the participants, FAmHC presented an opportunity to learn about demen-
tia, its progress in general, and how it may develop in the specific situation with
their relative. The families experienced the opportunity as a chance to prepare
themselves emotionally for some of the challenges that could arise in the demen-

tia process.

5.1.2. Facing Unexpected Practical Challenges and Decisions Together
Before dementia developed, the person with dementia could make his or her
own decisions, but now the person was cognitively challenged, and family
members had to take responsibility for making decisions. One participant stated:
“... it is annoying when we have to remember everything for her ...” (daughter,
51, family 1).

To be responsible for the person with dementia’s memory in both easy and
complex situations was difficult for family members. Deciding who should pay
the bills and do the grocery shopping might be comparatively easy but discuss-

ing the possibility of their relative moving to a smaller home could be very com-
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plex. It was difficult for the families to discuss and agree on these different situa-
tions. Taking over decisions and responsibility for the relative with dementia
required cooperation within the family and conversations among family mem-
bers, especially when decisions needed to be in the spirit of how the relative
would have done it him or herself.

Participants expressed that FamHC made it possible to prepare themselves for
the practical challenges of being together with the person with dementia. They
all understood that there were many practical things to be coordinated, such as
the household, taking care of economic issues, doctor visits, and so on. A par-
ticipant described: “There were so many practical things that we had not ex-
pected when it all began” (son, 60, family 5). FamHC contributed by facilitating
family conversations that provided some overview, clarity, and control over the
practical challenges and decisions. Being on top of the practical issues was of
great importance to the families because these issues needed to be taken care of
before family members could understand what was actually happening to the
person with dementia, voice the emotional challenges they experienced, and
discuss and agree on how to arrange the conditions around the relative with de-
mentia in the spirit of what he or she would have wanted.

One of the characteristics of FamHCs in this study was that all contact with
the family members was family focussed, regardless of whether it was a conver-
sation with a single family member or with the whole family. A participant who
lived close to his father described one of the first meetings with the dementia
consultant:

“She gave me a good piece of advice early on in the process, that to not be
burdened by my father' s dementia, because I was responsible for everything, I
should go home and together with my brother consider which one of us should
be minister of finance, caretaker etc. She used those words. We had to do this as
a family or otherwise I would buckle under the pressure, if I handled everything
alone. It was her advice that I spoke with my brother. This resulted in us being
closer to each other” (son, 54, family 7).

Participants expressed that the process of dementia was difficult for them to
handle if they were alone with all the responsibilities. FamHC provided an op-
portunity for the family to identify the tasks they needed to handle and helped
them find a way to assist each other by sharing the responsibility. FamHC thus
resulted in the caregiver burden being shared among all family members. When
meeting challenges together as a family and understanding how they could sup-
port each other by sharing practical tasks as a family, the caregiver burden was

experienced as being much smaller.

5.2. Bringing Peace and Relief into the Family
5.2.1. Challenges to the Individual Family Member

For some family members, FAamHC helped them, through conversations with
their family members, to achieve insight into what the dementia condition

meant to their specific experience of the process. At the same time, they all
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gained an understanding that it was okay to say no and think of themselves in
the process. A participant said: “ We have become better at helping each other,
and it is okay to say that it is not her as a person you can’t stand anymore, but
her disease” (daughter, 44, family 1). The participants reported they learned that
it was okay to take a break from the person with dementia and to take care of
oneself. Family members became more attentive to each other by listening to
one another’s perceptions and worries, including the person with dementia.
Some felt this could partly bring peace and relief, but it could also cause worries
and concerns for each other:

A son was telling about a greater attention to and acknowledgement of his fa-
ther with dementia:

“I have understood that he, with his age and with dementia ... We can’'t
change him. And now I can find peace in that. It is much easier to spend time
with my father now. I don't feel like if s my duty to visit him. I only come when I
feel like it now” (son, 54, family 7).

The quote conveys how, without realising it, spending time with the person
with dementia could be experienced as a pressure and an obligation. It also
shows how FamHC promoted an understanding of the person with dementia’s
experience of the dementia process, helping participants accept the situation as it
was and bringing peace and relief to the family members, helping them take bet-
ter care of themselves. Spending time together without duty was experienced as
much easier, and the burden they had experienced decreased.

However, an older brother described how FamHC made him aware of his
brothers’ and sisters’ experiences, which gave him new worries:

“The conversation was good, but I have different worries for my family now.
To see your siblings being sad was difficult, especially as the older brother, I have
always felt that I should protect them since they were little and take care of
them” (son, 37, family 6).

FamHC, also resulted in family members becoming more conscious about

each other’s experiences, worries and wishes.

5.2.2. Challenges to the Family
The participants reported that it normally was difficult to speak about dementia
with each other, but FamHC created a situation where it became natural. A par-
ticipant described the experience of the conversation: “I7s difficult to be honest
when your mother is sitting there. So, if s nice that the dementia consultant is
sitting there. We could not do it on our own” (daughter, 51 family 1). It could be
difficult for family members to put into words what they wanted to say. The in-
terviews showed that the presence of the dementia consultant in the FamHCs
made a positive difference for all family members.

FamHC created a situation where everyone in the family felt they were lis-
tened to. A participant described the experience of the conversation:

“In the conversation, the dementia consultant asked us all in turns, what we

thought was important to talk about ... You couldn’t really hide anything, which
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I thought was really good. Wé ve all individually cried with our spouse or part-
ner about mother's dementia. But to sit together as a family, with our parents
and siblings and repeat out loud what you have told yourself that was difficult.
But those feelings were good to put out there” (son, 37, family 6).

The quote shows how asking specific questions and listening to the individ-
ual’s narratives created the opportunity to speak together within the family and
listen to each other’s concerns. Understanding and insight into each other’s ex-
periences regarding how the dementia process could be handled was created
through narration and listening, which family members experienced as relieving.

In creating a situation where everyone in the family felt listened to, family
members could also listen to each other’s different experiences. Differences in
the perception of the dementia disease and process became clear to the family
members. A participant described: “We are five siblings and there are many
opinions about it, so if s difficult, both with regard to how we experience it and
what we think we should do about if’ (son, 60, family 5). Another participant
described: “It was nice to talk about things together and find an agreement to-
gether. Everyone is informed about the same things. There were different per-
ceptions about things and the situation, but we figured it out” (daughter, 68,
family 2). These two quotes describe how family members can have different
perceptions of what was right for the person with dementia, but through con-
versation with each other they found consensus. At the same time, the quotes
show that FamHC made it clear for the family that the person with dementia
and family members did not necessarily have the same needs, wishes, or percep-

tions of the situation.

5.3. Involving the Relative with Dementia in Family Health
Conversations

The participants expressed different concerns about involving the person with
dementia in the conversations. Some of the participants tried the conversations
both with and without the relative with dementia and therefore had different
experiences. Some families spoke about involving their relative with dementia,
which might feel natural and be successful, but could also be experienced as

negative and burdening, especially for the person with dementia.

5.3.1. When Involvement Is Natural and Successful

In some participating families it was natural that their relative with dementia
was involved in FamHC, and members of the family were able to speak freely
about their feelings and their experiences of having dementia in the family. They
experienced it as positive and felt it was a relief to share thoughts, joy, and wor-
ries together with the person with dementia. A participant described that
FamHC helped resolve some conflicts in the family that they had been stuck on:
“The FamHC resulted in us becoming aware about what father' s wishes actually
were. It surprised me because I didn’t know that it was so deeply rooted in him”

(son, 54, family 7). This shows that FamHC created a situation where important
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feelings and desires could be verbalised by both the family member with demen-

tia and the family.

5.3.2. When Involvement Is Marked by Concerns

In other families, involving the person with dementia in FamHC was experi-
enced as negative and burdensome to the family. Participants expressed a need
to reach an agreement on how the situation in the family could be handled in the
best way. There were situations where involving the person with dementia in
FamHC was tried without success. A participant described:

“We tried to have a conversation with dad, but he couldn’t follow and quickly
left the conversation. It was a shame to try to keep him there. He went out and
made coffee came in again and asked us when we were leaving?” (son, 60, family
5).

The family therefore chose to end the conversation and made a new appoint-
ment with the dementia consultant that did not involve their father.

The participants wanted to protect the relative from being exposed and some
felt that involving the relative with dementia was a risk. One son of a mother
with dementia reported that he would rather have avoided involving the parent
with dementia. He said:

“I am very much in doubt about how much she understood, it s a mystery to
figure out. Her answers during the conversations were totally oft—1I don’t think
that she can remember it an hour afterwards (shaking his head and pausing,
hiding that he was crying)’ (son, 37, family 6).

This shows that family members worried about the conversation exposing the
relative with dementia’s insufficiency, rather than being helpful to the family.
Another participant also described how the family felt that they left with more
frustration than before the FamHC. When this happened, the family needed a
new FamHC that did not involve the person with dementia, to allow them to
process their experiences and acknowledge that the consequences of dementia
were so apparent.

It also was difficult to successfully carry out FamHC when the person with
dementia did not have insight into their disease. A participant expressed that her
mother with dementia did not acknowledge her dementia disease and felt over-
ruled by the family in the FAamHC when they needed to coordinate how they
could handle the mother’s financial issues:

“She was involved in the conversation, but she has unrealistic perceptions
about herself— she thinks that she can learn how to use a computer, pay bills and
administer her online bank afiairs on her own. If s difficult to correct her with-
out her becoming angry, because that is what she really thinks” (daughter, 44,
family 1).

When the relative with dementia lacked insight into their disease, or the cog-
nitive challenges became too difficult, family conversation could become diffi-
cult as well. Family members’ desire to avoid upsetting the relative with demen-

tia could be a barrier to their speaking freely about the dementia disease and
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sharing responsibilities within the family.

6. Discussion

The findings clearly show that FamHCs were of great significance to both indi-
vidual family members and to the family. The findings highlight that FamHC
creates possibilities for families to share feelings, experiences, and burdens re-
lated to the relative with dementia. This is consistent with previous research on
FamHC by Benzein et al. (2015), Persson et al. (2014), and Ostlund et al. (2016).
These studies described how family members’ narrating, listening, and recon-
sidering interactions with each other during FamHCs lessened the family’s suf-
fering and facilitated healing that strengthened family cohesion [23] [31] [32].
Our study shows how FamHC provided opportunities for families to achieve
clarity and control over practical challenges following a dementia diagnosis in a
family member. Family cooperation became important when the relative with
dementia could no longer make decisions, requiring family members to step in
to help and take responsibility. FAamHC can be a way to help the family navigate
through uncharted waters. A possible explanation for this is found in An-
tonovsky’s (1987) theoretical approach to a sense of coherence, which relates to
better health and quality of life outcomes. A sense of coherence comprises three
elements: comprehensibility, manageability, and meaningfulness [33].
Comprehensibility refers to a belief that things occur in an orderly and pre-
dictable way and a sense that one can understand life events [33]. Our study
showed that when a family is confronted with dementia, comprehensibility can
be gained through FamHC. Gathering specific knowledge about dementia and
preparing emotionally as a family for the challenges that can arise during the
dementia process appears to increase comprehensibility for the family.
Manageability is a belief that one has skills and abilities, support, and the nec-
essary resources to take care of things; that things are manageable and within
control [33]. Engaging in FamHC appears to increase manageability in families
by increasing competence for tackling the challenges associated with the disease.
Knowing how to react when the dementia condition becomes obvious makes it
easier for family members to spend time with the person with dementia.
Meaningfulness is a belief that things in life are interesting and a source of
satisfaction, and that there is good reason and purpose to care about what hap-
pens [33]. FamHC creates a situation for the family to listen to each other’s dif-
ferent experiences. The understanding and insight gained through FamHC are
relieving and appear to increase meaningfulness for the family. FamHC offered
families a sense of coherence through togetherness and jointly finding a way to
cope with the new situation in the family.
This study also showed that FamHC created a situation where the family
could speak naturally about the dementia process and what it meant to them,
bringing peace and relief to the family. These findings are consistent with other

studies’ findings that allowing family members the opportunity to talk with their

DOI: 10.4236/0jn.2019.911085

1165 Open Journal of Nursing


https://doi.org/10.4236/ojn.2019.911085

L. M. Busted et al.

relatives during FamHC was a positive experience [34]. Benzein et al. (2015) also
found that the opportunity to narrate, listen, ask each other questions, and re-
flect on other family members’ stories helped families to create a full picture of
their situation [31]. Our findings suggest that FamHC promotes resilient func-
tioning in families, which contributes to family members’ wellbeing. Luthar and
Cicchetti [35] defined resilience as a dynamic process wherein individuals show
positive adjustment despite negative life circumstances that are known to be as-
sociated with adjustment difficulties. Walsh [36] found that drawing out and af-
firming family strengths in the midst of difficulties helps to build a sense of con-
fidence within a family, and that sharing beliefs fosters family resilience. In care-
givers of persons with dementia, resilience has been found to be inversely related
to depression, anxiety, and perceived burden, and therefore positively related to
health and wellbeing [37].

Another important finding was that involving the relative with dementia in
the FamHC was not necessarily beneficial for the family, especially when the
person with dementia lacked insight into their disease or the cognitive chal-
lenges became difficult. In previous studies investigating FamHC with other
chronic illnesses [31] [38] [39] [40] [41] [42], the person with the disease par-
ticipated in the conversations, but our study showed that this was not always
beneficial. In their theoretical work of family systems nursing, Wright and Lehey
(2009) described one of five critical attributes to the concept of family as: “the
unit’s caregiving functions consist of protection, nourishment and socializations
of its members” ([17], page 54). This could justify FamHCs being held without
involving the relative with dementia as a means to nourish the other family
members, but also to protect the person with dementia from being exposed or
hurt. Agerskov et al [43] argued that family nursing provides a confidential
room for family members who cannot express powerlessness and frustration
when the whole family is together. In this light, FamHC may ethically be held
without involving the person with dementia if it benefits family members’ ability
to cope with the situation.

Not involving the person with dementia in FamHC may be controversial in
regard to the political and professional intention of always involving the person
of interest. Patient involvement is of great international interest [44] [45]. Over-
all, respecting patients’ autonomy and putting them in charge of making deci-
sions about their care is considered an ethical requirement. However, in a de-
mentia setting the notion of autonomy as “making your own choices” is not suf-
ficient when persons with dementia are dependent on the care of others [46].
Mackenzie and Stoljar (2000) introduced a relational approach to autonomy [47]
[48] that highlights the social context within which all individuals exist and ac-
knowledges the emotional and embodied aspects of decision makers. A rela-
tional autonomy approach acknowledges the central role of others in decision
making (e.g., family members’ role in relation to a person with dementia who

lacks insight regarding the disease), where an individual’s interests are developed
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jointly with others. FamHCs that include only the family members are not dis-
respectful to persons with dementia; rather, they allow persons with dementia to
retain their selfhood and autonomy.

The open participant format of the interviews was the primary strength of the
study. One limitation was that we could not include all persons with dementia as
study participants because of cognitive dysfunction and personality changes and
could not include all family members as participants because some declined to
participate. The adult children, children-in-law, and grandchildren who partici-
pated in the study provided important perspectives that support the relevance of
this qualitative study. However, the perspective of persons with dementia or the
perspective of a healthy spouse engaging in FamHC were not examined in the
current study and should be included in future research.

To strengthen the credibility of the findings, the researcher who conducted
the participant interviews did not participate in the FamHC sessions. The inter-
views were conducted as individual or joint interviews, depending on the fam-
ily’s preference. After participating in FamHC, family members assumed that the
study interview was also family focused. This was an advantage to the study,
since the interplay among family members gave valuable insight to the meaning
of FamHC for both individual family members and the family.

The current study’s qualitative design was a strength because it provided an
opportunity to discover and document unanticipated outcomes, such as family
members’ concerns about involving the person with dementia in FamHC.

Another study strength was that the intervention was implemented as a part
of the dementia consultant’s every day work. The discussions that surfaced dur-
ing FamHCs were evaluated based on a realistic execution of dementia care in an
actual care setting characterized by normal daily business and many patients.
This study’s participants were engaged in FamHC one month prior to being
asked to be interviewed for the study, so their participation in FamHCs was in-

dependent of the study itself.

7. Conclusions

Our study shows that FamHCs are beneficial to families suffering from the ef-
fects of dementia in a family member and are important to both the individual
family member and the famil. FamHC provided peace and relief to the family by
allowing them to speak naturally about the dementia disease and what it meant
to them. It also provided an opportunity for the family to gain clarity and con-
trol over the practical challenges posed by dementia. FamHC helped the family
to navigate inherent difficulties and offered them a sense of coherence by en-
hancing their ability to cope with the new family situation. FamHC promotes re-
silient functioning in families, which contributes to family members’ wellbeing.
Involving the person with dementia in the FamHC was not always beneficial
for family members or the person with dementia, suggesting that as dementia

progresses, FamHC should support family members in the practical challenges
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in the spirit of what the person with dementia would have wanted, promoting

selthood and autonomy to the extent possible.

8. Relevance to Clinical Practice

Conducting FamHC with families of people with dementia obliges dementia
consultants to embrace the belief that illness needs to be treated as a family af-
fair. Conducting FamHC requires knowledge about both the family and the
person with dementia to facilitate a conversation that provides the family with
the support they need. Facilitating FamHC requires special skills gained through
education, practise, and feedback.

Engaging in FamHC at the beginning of the dementia journey when the di-
agnosis is made could be advantageous. At this point persons with dementia can
still contribute to the conversation about their wishes for the future, allowing
FamHC to involve the person with dementia while simultaneously contributing
to the family’s well-being. Read et al [49] found that persons with newly diag-
nosed dementia have many thoughts about and wishes for their future but find it
difficult to communicate these to the family. In this situation, FamHC should
involve the person with dementia. Deciding not to involve the relative with de-
mentia in FamHC in specific situations requires thorough knowledge of the
family and the relative with dementia to avoid indiscriminately excluding the
person with dementia. When including the person with dementia in FamHC
does not succeed, the family’s need for another FamHC with each other must be
prioritised to support them in processing their experiences and help them ar-
range to handle the practical challenges together in the spirit of what their rela-

tive would have wanted.
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