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ABSTRACT 

The current article discusses how and by whom family caregivers want to be supported in self-
management when managing changes in behavior and mood of relatives with dementia and whether 
family caregivers consider eHealth a useful tool for self-management support. Four asynchronous on-
line focus groups were held with 32 family caregivers of individuals with dementia. Transcripts of the 
online focus groups were analyzed using qualitative thematic analysis. Family caregivers need support 
from professionals or peers in the form of (a) information about dementia and its symptoms, (b) tips and 
advice on managing changes in behavior and mood, (c) opportunities to discuss experiences and feel-
ings, and (d) appreciation and acknowledgement of caregiving. The opinions of family caregivers about 
self-management support through eHealth were also reported. Findings suggest a personal approach is 
essential to self-management support for family caregivers managing changes in behavior and mood of 
relatives with dementia. In addition, self-management support can be provided to some extent through 
eHealth, but this medium cannot replace personal contacts entirely. 
[Res Gerontol Nurs. 20xx; x(xx):xx-xx.]
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Self-management is a topical theme within health care. 
Health policies encourage individuals to manage their 
health themselves, and most individuals prefer to maintain 

control of their life and health care for as long as possible. 
A commonly used defi nition of self-management is “the 
individual’s ability to manage the symptoms, treatment, 
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physical and psychosocial consequences and lifestyle 
changes inherent in living with a chronic condition” (Bar-
low, Wright, Sheasby, Turner, & Hainsworth, 2002, p. 178). 
Self-management includes the ability to choose the extent 
to which individuals and their families wish to stay in con-
trol of their lives and how available care is used (Boden-
heimer, Lorig, Holman, & Grumbach, 2002; CBO, 2014). 

Th e term “self-management” is oft en associated exclu-
sively with activities performed by individuals themselves. 
However, particularly in individuals with dementia, family 
caregivers also have self-management tasks, as dementia is 
a progressive disorder accompanied by increasing depen-
dence of the aff ected individual on the family caregiver. 
Corbin and Strauss (1985) distinguish three categories 
of self-management tasks: “illness work,” in the sense of 
managing medical aspects; “everyday life work,” which 
concerns behavior management; and “biographical work,” 
which concerns managing the emotions that emerge from 
coping with a chronic disease. As the ability of the ill indi-
vidual to self-manage decreases, the responsibility for the 
“work” shift s toward family members (Corbin & Strauss, 
1985). In dementia, everyday life work and biographical 
work tend to be more important than illness work (Martin, 
Turner, Wallace, & Bradbury, 2013; Mountain, 2006). 

Everyday life work requires that certain tasks be per-
formed in a complex context (Corbin & Strauss, 1985). 
One of the biggest daily challenges for family caregivers 
constitutes managing changes in behavior and mood of 
their relative with dementia (Zwaanswijk, Peeters, van 
Beek, Meerveld, & Francke, 2013). Common changes in 
behavior and mood include agitation, aggression, apa-
thy, and depression (Lawlor & Bhriain, 2001). Changes 
in behavior and mood are oft en prompted by interactions 
between the individual with dementia and his/her fam-
ily caregivers (Cohen-Mansfi eld, 2001; Kitwood, 1997), 
which makes managing these changes even more diffi  cult. 
Family caregivers can use multiple strategies for managing 
changes in behavior and mood (de Vugt et al., 2004; Huis 
in het Veld et al., 2016; Moore, Ozanne, Ames, & Dow, 
2013; Turner et al., 2015), such as calming and/or provid-
ing encouragement for their relative with dementia (Huis 
in het Veld et al., 2016). Calming the relative involves re-
maining tranquil, being patient, and adapting to the mood 
state of the relative with dementia. Providing encourage-
ment encompasses telling positive stories, using humor, 
and encouraging activities and distractions (Huis in het 
Veld et al., 2016). 

In addition to managing changes in behavior of their 
relative, family caregivers also have to self-manage their 

own stress or other emotions if they are to care for their rel-
atives. Managing behavioral changes and their own stress 
may cause serious disruption to an individual’s biography 
(Corbin & Strauss, 1985). Self-management strategies used 
by family caregivers for this purpose include looking for 
distractions, getting rest, and discussing their feelings and 
experiences with professionals or other family caregivers 
(Huis in het Veld et al., 2016). 

Faced with these self-management tasks, family care-
givers may need support. Previous studies have inves-
tigated the overall support needs of informal caregiv-
ers of individuals with dementia (Boots, Wolfs, Verhey, 
Kempen, & de Vugt, 2015; McCabe, You, & Tatangelo, 
2016; Vaingankar et al., 2013; Zwaanswijk et al., 2013). 
Th e current article provides insight into the specifi c sup-
port needs of family caregivers regarding the manage-
ment of changes in behavior and mood of their relative 
with dementia as well as the self-management of their 
own caregiver stress and other emotions. Th is insight 
is needed to provide customized self-management sup-
port, especially by nursing staff , who are oft en unaware 
of the support needs of family caregivers in this regard 
(Verkaik, van Antwerpen-Hoogenraad, de Veer, Francke, 
& Huis in het Veld, 2017). 

Th e current article also considers whether eHealth 
might be a useful tool for self-management support. 
eHealth is on the rise and off ers new opportunities for de-
mentia care (Boots, de Vugt, van Knippenberg, Kempen, & 
Verhey, 2014; Powell, Chiu, & Eysenbach, 2008). Inspired 
by Eysenbach’s (2001) well-known defi nition, the current 
article defi nes eHealth as the provision of dementia-related 
information and/or support with the aid of computers or 
related technologies. Several systematic reviews suggest 
that eHealth in the form of online information and support 
might be eff ective (e.g., in managing caregiver stress or 
other psychological problems) (Boots et al., 2014; Godwin, 
Mills, Anderson, & Kunik, 2013; McKechnie, Barker, & 
Stott, 2014; Powell et al., 2008; Wu, Faucounau, de Rotrou, 
Riguet, & Rigaud, 2009). On the other hand, family care-
givers might prefer face-to-face support rather than sup-
port through eHealth when managing relatives’ behavior 
or mood changes. 

Th e following research questions are addressed:
● How and by whom do family caregivers want to be sup-

ported when managing changes in behavior and mood 
of their relatives with dementia?

● What do family caregivers think of the application of 
eHealth as a tool for self-management support for man-
aging behavior changes in their relative with dementia?
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METHOD

Th e methods described herein have been reported in a 
companion study that used the same methodology (Huis 
in het Veld et al., 2016).

Design

Online discussions were organized for asynchronous 
focus groups comprising family caregivers of individuals 
with dementia. Online focus group discussions involve 
a secure website where group discussions can take place 
(Tates et al., 2009). Th e decision to organize the discus-
sions online was motivated by the fact that this would en-
able contact with family caregivers who could not easily 
travel because of the commitment of caring for their rela-
tives with dementia.

Sample and Recruitment 

Participants were recruited from an existing nation-
wide panel of family caregivers (access http://www.
alzheimerpanel.nl). A random selection was made of 
240 family caregivers from the 1,200 panel members. 
Selected family caregivers were sent an e-mail by the Al-
zheimer’s Society, inviting them to take part in the on-
line focus group if they met the specified criteria for in-
clusion. Inclusion criteria were: the family caregiver (a) 
is a relative of an individual with dementia who lives at 
home (not in an institution), (b) has contact (by phone 
or face-to-face) with the individual with dementia at 
least once per week, (c) has daily access to the internet 
during the online focus group period, and (d) is 18 or 
older.   

A total of 37 family caregivers sent an e-mail stating 
that they met the criteria for inclusion and would like 
to take part in the focus group discussions. Th ese family 

caregivers were sent an information letter by post with an 
informed consent form. In total, 36 family caregivers com-
pleted and returned the consent form. Of these individu-
als, 32 family caregivers participated in the discussions by 
posting comments on the website. Th ese 32 individuals 
therefore constitute the study participants.

Asynchronous Online Focus Groups

Th e main themes addressed in the current article are: 
● whether caregivers received information or support 

when managing changes in behavior and mood of the 
relative with dementia;

● the support needs of caregivers when managing changes 
in behavior and mood of the relative with dementia; and

● eHealth as a tool for self-management support.
Table 1 provides examples of questions that were ad-

dressed in the online focus groups and form the basis of 
the current article. 

A total of four online focus groups were organized be-
tween October 2014 and March 2015. Each focus group 
had seven to 10 participants. Earlier studies have shown 
this to be an appropriate number of participants for on-
line discussions (Zwaanswijk & van Dulmen, 2014). Par-
ticipation was anonymous. Th e only individuals able to 
access the private website were those who had received a 
personal login code from the lead researcher (J.H.). Par-
ticipants could log in 24 hours per day during a 2-week 
period. One researcher (J.H.) added a new question ev-
ery second day, excluding weekends. Participants posted 
their reactions at times that were convenient for them 
and they could read contributions of others. Two authors 
(J.H., R.V.) moderated the discussion by adding questions 
and sending e-mail messages to participants who had not 
yet responded.

TABLE 1

Questionsa Addressed in Online Focus Groups

Have you received information or support, now or in the past, from health care professionals when coping with changes in the 
behavior and mood of your relative with dementia? What information or support helped you the most?

Do you feel a need for information or support from health care professionals when dealing with possible changes in the behavior 
and mood of the individual with dementia?

In addition to face-to-face contact, information and support are increasingly being provided via the internet, e-mail, or cell phone 
applications (apps). An example is e-mail contact with a case manager, nurse, or other health care professional.

How can information and guidance via the internet or e-mail help you and your relative with dementia cope with possible 
changes in the behavior and mood of your relative with dementia?

a Translated from Dutch into English.
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Data Analysis

An iterative process was used for data collection and 
analysis, which was based on thematic analysis principles 
(Braun & Clarke, 2006). Th e analysis started with research-
ers reading and rereading the transcripts. Relevant excerpts 
in the transcripts were marked and coded with keywords. 
Initially, codes were chosen that were close to participants’ 
wording. Related codes were then grouped as a means of 
identifying themes. In the next step, the relationships be-

tween themes were analyzed (Braun & Clarke, 2006). Th e 
MAXQDA-11 soft ware package was used as an aid in the 
coding process. Analyses were independently performed 
by two researchers (J.H., R.V.) as a way of improving qual-
ity. Th ese two researchers then discussed coding and inter-
pretation of the codes until a consensus was reached. Each 
of the other authors (B.M., P.J.V., W.W., C.H., A.F.) also 
read and analyzed one transcript. In addition, they com-
mented on the interim analyses of the online focus group 
discussions. 

Ethical Procedures

Th e study protocol was approved by the Medical Eth-
ics Committee of the VU University Medical Center. Th is 
committee had no objections to the study. All participants 
received written information about the purpose and meth-
od of the online focus groups and signed an informed con-
sent form prior to participation. 

RESULTS

Participant Background Characteristics 

A total of 36 family caregivers signed up for an online 
focus group. Of these, 32 family caregivers participated in 
an online focus group. Participants were partners, children, 
or children-in-law of an individual with dementia. When 
asked their relative’s form of dementia, more participants 
mentioned Alzheimer’s disease than any other form. Of 
participants who commented on when they saw the fi rst 
symptoms, the majority reported 2 to 5 years ago (Table 2).

Support Needs 

Participants were asked what type of support had 
helped them now or in the past, and what needs they 
would have in the future when managing changes in be-
havior and mood of their relatives with dementia. Th e ele-
ments of self-management support were categorized into: 
(a) information about dementia and its symptoms, (b) tips 
and advice on managing changes in behavior and mood, 
(c) discussing experiences and feelings, and (4 ) apprecia-
tion and acknowledgement of caregiving.

Information About Dementia and Its Symptoms. Infor-
mation about changes in behavior and mood is important 
for family caregivers. Knowledge about how the body and 
mind start to “lose function” as a result of dementia off ers 
an explanation for the occurrence of changes in behavior 
and mood. Th is background information helps prevent 
family caregivers from being taken by surprise by behav-
ioral changes. As one participant commented, “I noticed 
that aft er reading about the behavior, I am less surprised 

TABLE 2

Caregivers’ Characteristics (N = 36)

Characteristic Mean (SD)
Age (years) 61 (42 to 81)

n (%)
Sex

     Female 32 (89)

     Male 4 (11)

Relationship with individual with dementia

   Child or child-in-law 19 (53)

   Partner  17 (47)

First symptoms of dementiaa 

    2 to 5 years ago 10  (28)

    6 to 10 years ago 8 (22)

    11 to 15 years ago 4 (11)

    Not reported 14 (39)

Type of dementia

    Dementia (no further description) 16 (44)

    Alzheimer’s disease 14 (39)

    Alzheimer’s disease with vascular 
    components

3 (8)

    Vascular dementia 1 (3)

    Lewy body dementia 1 (3)

    Frontotemporal dementia 1 (3)

Highest educational attainment

    Primary school 3 (8)

    High school (preparatory to vocational 
    education) and/or vocational training 

7 (19)

    High school (preparatory to university
    education)

6 (17)

    Applied university or academic 
    university

16 (44)

    Missing 4 (11)

a According to the family caregiver.
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whenever my mother reacts ‘strangely’ from my point of 
view.” Many family caregivers have read about changes 
in behavior and/or mood that can occur. Participants 
reported they attend meetings, such as those held in the 
Alzheimer Cafe. Case managers were also mentioned as a 
source of information.

However, information about changes in behavior and 
mood is not necessarily pleasant and useful for all family 
caregivers. Some family caregivers, in particular partners, 
indicated there can sometimes be too much information. 
Th is is overload, because not all information about changes 
in behavior and mood apply to the relative in question with 
dementia. Th is overload of information sometimes causes 
family caregivers to worry unnecessarily about things that 
end up not being relevant to their situation. 

Tips and Advice. Participants reported that they have 
benefi ted, now and in the past, from tips and advice from 
other family caregivers or professionals about how to re-
spond to changes in behavior and mood of their relative 
with dementia, but they continue to determine what works 
in each individual situation. Participants considered them-
selves experts by virtue of their experience. Tips given to 
family caregivers by professionals, for example, are oft en 
tips they had already fi gured out for themselves, such as 
avoiding getting into a discussion and staying calm. De-
spite this, tips from other family caregivers or professionals 
also serve as support because they provide confi rmation 
of the family caregiver’s own approach, successes, and fail-
ures. One participant noted:

Most tips are recommendations that my mother and I had 
actually already discovered ourselves.… But there are also 
things that don’t work at all…. Tips from other caregivers help, 
too, sometimes. At any rate, they’re a kind of confi rmation of 
your own approach and successes/failures.
Family caregivers receive the most tips from other fam-

ily caregivers, friends who also have (or have had) a par-
ent with dementia, and professionals (e.g., case managers). 
Aside from tips and advice from fellow family caregivers, 
some participants reported that they would also like to at-
tend a course to learn skills that would help them manage 
their relatives’ changes in behavior and mood.

Discussing Experiences and Feelings. Contact with fellow 
family caregivers is an important form of self-management 
support. Most participants reported that they like swap-
ping experiences about changes in behavior and mood and 
how to manage them. Aside from tips and advice, this ex-
change allows them to let off  steam and provides a sound-
ing board. Family caregivers feel supported because they 
recognize the experiences of other family caregivers, which 

confi rm that they are not alone in their situation. As one 
participant stated, “I get a great deal of support from a very 
good friend, who I can always talk to. Th e contact with a 
fellow caregiver is also nice; we can swap experiences and 
give each other suggestions.”

Sons and daughters reported that they share experiences 
with friends whose parents also have a form of dementia. 
Sons, daughters, and partners swap experiences with other 
family caregivers in the Alzheimer Cafe. Partners em-
phasize that managing changes in behavior and mood is 
diff erent for them than for children of an individual with 
dementia. Children return to their own homes at the end 
of the day, escaping the situation for a while. Partners, on 
the other hand, live permanently with the individual with 
dementia in their home. However, one partner reported 
that it is diffi  cult for children because aside from caring 
for their parents, they have to take care of their own family.

Appreciation and Acknowledgment. Changes in rela-
tives’ behavior and mood form a daily challenge for family 
caregivers. Participants reported that receiving apprecia-
tion and acknowledgment for the everyday care they pro-
vide is essential in enabling them to cope with this daily 
challenge. Changes in behavior and mood are diffi  cult, 
complex, and diff erent for individuals. Receiving appre-
ciation and acknowledgement from family, friends, and 
professionals makes family caregivers feel as though they 
are sharing the care so they do not have to do everything 
themselves. Family caregivers who do not receive this ap-
preciation and acknowledgement reported that they miss 
it. A number of participants reported that the circle of 
individuals who understand their situation keeps getting 
smaller. Th ey perceived that others believe dementia is an-
noying. A number of family caregivers feel misunderstood 
or disbelieved. Family caregivers also feel misunderstood 
by professionals. An example of this misunderstanding is 
when a relative with dementia acts diff erently when oth-
ers are around, as reported by a daughter in regard to her 
mother with dementia: 

Because my mother puts on a good show when others are 
around...they will never know what she is really like. Only the 
family doctor experienced this, one time. Th e others don’t re-
ally believe us, which is what frustrates me the most. Feeling 
like people don’t believe you…. So perhaps that’s a job they 
[the professionals] could do: listening to family caregivers!”

Opinions About eHealth  

Th e online focus groups discussed whether eHealth has 
a place in support for managing changes in relatives’ be-
havior and mood. Participants were asked if they would 
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like to receive information and/or support via the inter-
net, e-mail, or smartphone applications (apps). Opinions 
of family caregivers were categorized into four themes: 
(a) eHealth via the internet is a good medium for fi nd-
ing information, (b) contact with other family caregivers 
through eHealth is valuable, (c) a personal approach is es-
sential, and (d) eHealth support is not possible for the rela-
tive with dementia.

eHealth via the Internet is a Good Medium for Finding 
Information. Participants viewed the internet as a good 
medium for searching and requesting general informa-
tion about changes in behavior and mood. Family caregiv-
ers like accessing information on the internet, because it 
is available any time of the day. Participants mainly visit 
the Dutch Alzheimer’s Society website if they want infor-
mation about changes in behavior and mood. Although 
a large amount of information is available, a number of 
participants reported that much of the information is only 
about Alzheimer’s disease and not other forms of demen-
tia. Some participants also reported that they would like a 
website page with frequently asked questions where they 
could enter symptoms and search for relevant information, 
or obtain advice about what to do in a certain situation.

Contact With Other Family Caregivers Th rough eHealth 
is Valuable. A number of participants reported that they 
use the internet, e-mail, or smartphone to share their expe-
riences and ask for support and help with changes in their 
relatives’ behavior and mood. Participants who mentioned 
that they have contact with other family caregivers via the 
internet reported that this is valuable to them. Others who 
do not yet have contact with other family caregivers report-
ed that sharing experiences and getting good tips could be 
valuable to them. Th is contact could be possible through a 
forum or with an app where family caregivers and profes-
sionals can talk to one another. Some participants reported 
that they use a website for sharing experiences with other 
family caregivers within their own circle, such as family or 
friends. A number of family caregivers also reported that 
they use the smartphone app Alzheimer’s Assistant: 

I use the Alzheimer’s Assistant almost every day, mostly 
to write my report of the day and share it with family who live 
further away and my three children. Th is way, they are aware 
of the day-to-day life of their father and brother-in-law...I also 
write about my own emotions so that there will be no “sur-
prises” if there are big changes. Th ey all enjoy it very much, 
and I feel like I’m not alone.
A Personal Approach is Essential. As mentioned above, 

participants reported that information via the internet, 
e-mail, or smartphone can be useful. Th ey mentioned 

general information about changes in behavior that is ap-
plicable to diff erent phases of dementia. Participants re-
ported that fi nding or getting information, advice, and tips 
about their personal situation is more diffi  cult via eHealth. 
Support through eHealth is oft en seen as impersonal and 
distant. Family caregivers are afraid that they will miss 
the nuances and misinterpret things when communicat-
ing through eHealth. Not only are changes in behavior and 
mood diff erent for every individual with dementia, family 
caregivers also handle them diff erently. Consequently, ad-
vice and tips aimed at a specifi c situation need a personal 
approach. Face-to-face contact with friends, family, or pro-
fessionals is important, according to participants. Partici-
pants also emphasized that support through eHealth can-
not replace face-to-face contact. Information and support 
through eHealth can be seen as an additional service, but 
should not replace direct contact, as one participant stated: 

For me the advantage of support via the internet, e-mail, 
or apps is that I can take the time for it when it’s convenient 
for me. I see this support as support and not as a substitute. It 
is a supplement to my need for information and communica-
tion about this subject. It would be a drawback if this were to 
replace direct contact or conversations.
eHealth is Not Possible for the Relative With Dementia. 

Most participants reported that information and/or support 
through eHealth is not possible for individuals with dementia, 
as learning new things is diffi  cult for these individuals. Using 
a cell phone or computer makes their relative with dementia 
nervous. Digital support is a step too far for individuals with 
dementia and is therefore not (or no longer) an option. 

DISCUSSION AND IMPLICATIONS

Family caregivers perceived information about demen-
tia, tips and advice, talking about experiences, and appre-
ciation and acknowledgement of caregiving as important 
elements of self-management support when managing 
changes in behavior and mood of their relatives with de-
mentia. Family caregivers reported that information about 
dementia and the illness course was vital in understanding 
the changes in their relatives’ behavior and mood. Diff er-
ent types of information sources were mentioned, such as 
peers, nurses, and case managers. However, some family 
caregivers indicated that sometimes they were overloaded 
with information. Th erefore, they had to select informa-
tion that was relevant to their specifi c context. In addition, 
the information, tips, and advice that family caregivers 
received oft en simply confi rmed what they already knew. 
Even so, they found support for their successes and failures 
in managing their relatives’ changes in behavior and mood.
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Participating family caregivers oft en searched for infor-
mation on the internet, and some used online forums to 
meet peers. Th ey found eHealth via the internet to be a 
good medium for looking for information, sharing expe-
riences, and asking for help. Family caregivers mentioned 
the ability to look up information at any time as one advan-
tage of the internet.

Furthermore, family caregivers needed to talk about ex-
periences. Th ey mentioned the diffi  culty of accepting that 
their loved one was changed. Learning to manage emo-
tional impacts and changing circumstances is part of the 
biographical work required to manage the illness (Lorig & 
Holman, 2003). Sharing experiences and letting off  steam 
with other family caregivers or professionals gives family 
caregivers a feeling that they are not alone. Individuals 
who do not have this kind of support revealed that this is 
a great lack in their lives. Some family caregivers reported 
that they lost contact with friends and family due to mis-
understandings. 

Acknowledgement by peers and health care professionals 
is also an important aspect of self-management support. 
Being acknowledged as a caring family member and an 
expert in the care of his/her loved one is oft en of great im-
portance to the family caregiver. eHealth might be helpful 
in providing this kind of support. However, participants 
in the current study indicated that in many cases eHealth 
is not geared to their personal situation. Family caregivers 
note that changes in mood and behavior are diff erent for 
each individual with dementia and family caregivers also 
diff er in their approach. 

PRACTICAL RECOMMENDATIONS

Th e current study suggests that eHealth can be a valu-
able addition to but cannot entirely replace personal 
contact with professionals. Moreover, participating fam-
ily caregivers considered eHealth inappropriate for use by 
their relatives with dementia. Nevertheless, a recent sys-
tematic review (D’Onofrio et al., 2017) established that in 
the early stages of dementia, technologies could support 
individuals with dementia. 

In addition, the current study shows that it is crucial 
that family caregivers receive appreciation and acknowl-
edgement for what they do, and that they can swap expe-
riences, for instance with nurses or other professionals. 
In another study, it was found that nurses are not always 
aware that family caregivers need support (Verkaik et al., 
2017). Because even subtle behavioral changes can lead 
to distress, anxiety, and loneliness (Pozzebon, Douglas, 
& Ames, 2016), it is essential that family caregivers be ac-

knowledged and supported by health care professionals. 
Th erefore, an awareness that support and acknowledgment 
of family caregivers is important should be promoted (e.g., 
in training programs and campaigns). 

It is also important that nurses, case managers, and other 
professionals tailor their support to the needs of individual 
family caregivers. Professionals can take these needs into 
account by explicitly inquiring about them. In doing so, 
it is essential that they acknowledge family caregivers and 
show appreciation of their work in the tough task of pro-
viding care.

In the further development of self-management support, 
how to customize support in a way that will empower fam-
ily caregivers in managing mood and behavioral changes 
must be considered. An example of such support could be 
online information and tips combined with online person-
alized support from a health care professional. However, 
support via eHealth will not be able to replace face-to-face 
contact with professionals (e.g., case managers, nurses, 
family physician). 

STRENGTHS AND LIMITATIONS 

Online focus groups seemed to be a good way of dis-
cussing issues with oft en busy and burdened family care-
givers, as there was no travel time involved in participating 
in the study. Another advantage of this method was that 
family caregivers did not have to arrange for someone to 
take over the care tasks, as they were able to take part in the 
online focus group in their own home at a time that was 
convenient for them (Zwaanswijk & van Dulmen, 2014). 

In some previous online focus group studies, it ap-
peared to be diffi  cult to stimulate a lively discussion (de 
Lange et al., 2018; Tates et al., 2009; Zwaanswijk & van 
Dulmen, 2014); however, this was not the case in the cur-
rent study. Family caregivers reacted to the questions of the 
moderators but also commented on the posts of other par-
ticipants. Th is interaction could be related to the perceived 
relevance of the topics addressed: changes in behavior and 
mood in individuals with dementia are common and these 
changes oft en impact the daily life of caregivers (Zwaan-
swijk et al., 2013).  

Th e online focus group study had a number of limita-
tions. First, family caregivers with a high level of educa-
tion were overrepresented, and self-management support 
needs might be diff erent for individuals with less educa-
tion (Black et al., 2013). A second limitation is that the par-
ticipating family caregivers were all members of a family 
caregiver panel run by the Dutch Alzheimer’s Society. Th is 
group may be more informed on developments in self-
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management support interventions and eHealth and have 
more computer skills than the average family caregiver. 
Th erefore, the current study results cannot be assumed to 
apply to the entire population of family caregivers of in-
dividuals with dementia. However, future generations of 
family caregivers can be expected to have better internet 
access (and skills) and will therefore be able to make more 
use of the possibilities that eHealth off ers. 

CONCLUSION

Support for family caregivers in their self-management 
of changes in behavior and mood of their relatives with de-
mentia can take diff erent forms: information, tips and ad-
vice, opportunities for discussing experiences and feelings, 
and appreciation and acknowledgement. Self-management 
support for family caregivers can be provided to some ex-
tent through eHealth, but this cannot replace personal 
contact entirely. Support must always be geared to the per-
sonal situation. 
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