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Abstract

This is a qualitative study based on statements by administrators in the
dementia sector in Norwegian local authorities. The aim of the present study is
to investigate the arguments for and barriers to the allocation and organization
of support contacts for people with dementia and their families. Various
services are needed to help these families from being isolated. ‘Support
contacts’ can be one such service, yet the local authorities rarely use them in
the Norwegian dementia-care sector and little is known about why that is so.
Support contacts are ‘paid friends’ and their tasks can be compared to respite
carers or volunteers in other Western countries. The data was gathered from
interviews with 35 informants (34 women and one man, aged 35-66 years)
during 2011, from 32 local authorities in Norway. The analysis of data involved
a qualitative content analysis. Three main categories emerged: ‘knowledge’,
‘accessibility’, and ‘management’. ‘Knowledge’ describes the range of an
administrator's familiarity both with dementia and with the legislation
concerning the offering of a support contact to families with dementia, and it
has two subcategories: ‘formal knowledge’ and ‘experiential knowledge’. The
category of ‘reaching out’ describes the circumstances that lead families with
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dementia to apply for help and contains the subcategories of ‘supplying
information’ about the service and ‘characteristics of target group’ receiving a
support contact. The category of ‘management of services' describes the
various ways in which a supporter service may work satisfactorily and contains
the subcategories ‘recruitment’ and ‘organization’. In conclusion, the
administrators consider support contacts to be a valuable service. The authors
conclude that managers of local authorities need to organize their
departments in a way that administrators will have sufficient knowledge about
making the service available and supporter contacts will receive the necessary
guidance and knowledge to maintain the service effectively.

Keywords: accessibility, dementia, health promotion, public health, services

Introduction

The majority of people suffering from dementia in Norway live in their own
homes with the assistance of close family members (Engedal & Haugen,
2009) until the later stages of the disorder. Caring for a family member with
dementia is associated with a risk of developing health problems oneself
because of the burden of caring obligations. In addition, as a consequence of
having a member of the family with dementia, the primary familial carer as well
as the person with dementia may become socially isolated (Ulstein, Bruun
Wyller & Engedal, 2007; Brodaty & Donkin, 2009). The present study focuses
on Norwegian experiences of dementia care.

From a public-health perspective it is important to provide a variety of
assistance initiatives to these families during the entire progress of the disease
in order to maintain personal activities and to prevent social isolation and
thereby to promote their general health (Holley, 2007). It is well known that
intellectual and social stimulation may both delay the impairment of the
disease and enhance the quality of life (Engedal & Haugen, 2009). The local
authorities may choose the best way to help these persons, and a support
contact (in Norwegian stottekontakt) can be one such service, either by itself
or in combination with the other measures listed in the Social Service Act
(HOD, 2006). This support-contact service is not new, but it has been more
frequently allocated to people with a disability in general and to people with
psychiatric disorders in particular (Norwegian Board of Health Supervision,
2008). Until recently, the focus on the services to families with dementia has
been on nursing homes, medical treatment, cognitive aspects, and the impact
on carers and their experiences. Formal help and assistance may help the
persons with dementia as well as the carers to take part in everyday life and to
maintain a satisfactory level of participation in society. Blackman et al. (2003)
and Brorsson et al. (2012) have also shown that both the availability of access
to public spaces and the physical environment affect the dementia patient’s
functioning in daily life.

According to the recommendations of the Norwegian Directorate for Health
and Social Affairs (2005-2006) and the Government’s Dementia Plan (2008), a
strategy is needed to develop different services to make a social life more
feasible for families with dementia. This aim is line with the barrier-free
principles of Universal Design, where the overarching objective is promote the
health of all persons, regardless of one’s age or abilities (Story, Mueller &
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Mace, 2001). Norwegian legislation as well as the Dementia Plan proclaims
that anyone in need of personal or practical help in their daily life, due to
disability, disease, age or some other reason may be deemed eligible to
receive support from the local authorities, either to prevent social problems
from arising or to alleviate them. This article uses the term ‘supporter’ to
identify someone fulfilling the role of support contact (HOD, 2006). Supporters
are supposed to replace neither professionals nor volunteers, but are instead
meant to provide a supplementary service (Norwegian Board of Health
Supervision, 2008). This service can also, if necessary, be offered to carers
and people who have been given a day-care placement or a place in an
institution, and there is no time limit on the hours that the supporter service
may supply. However, the offer is made without any direct relation to the
specific needs of the family in question, and it is of a more or less routine
character (Norwegian Board of Health Supervision, 2008). In Norway the
supporters are deemed to have the following functions: to help the supported
person to participate in social, cultural, and sporting activities, to be a social
contact or someone to talk to or to go shopping with, and to provide some
respite to the primary carers. Supporters neither provide treatment nor require
formal education or training, and are often usually hired part-time by the local
authorities on a self-employed basis. In Norway, supporters are ‘paid friends’
with a low salary, and their tasks can be compared to those of respite carers,
befrienders or voluntary workers in Norway and other Western countries. In
the Nordic countries, the groups of people deemed eligible to receive a
supporter are more or less the same, though in Sweden there is an age limit of
65 years for new applicants (Svensson, Ekvall & Storfalt, 2007).

The supporters can assist the person to maintain earlier activities and can be
a link to society and thus help to prevent social isolation. In addition, they can
also give the primary carers some time to keep up with their own activities.
The service can also be group-based if it is suitable for the people who receive
the service. Studies confirm that supporters are a valuable and important
service and may be a helpful supplement to other services offered to families
with dementia (Jansson, Almberg, Grafstrém & Winblad, 1998; Bjorge, 2004),
such as a day-care centre, or a short-term or full-time institutional placement.
However, Norwegian dementia care rarely uses supporters: only 34 per cent
of the 434 Norwegian local authorities offer this service to persons with
dementia or their carers and in total 317 persons with dementia received this
service in 2007. Of these 317 persons, 52 were under 65 years and 75 of the
317 persons also had a placement in an institution (Westerberg, 2009).
Beyond these numbers, little is currently known about why Norwegian
dementia care uses supporters so rarely or why there are these differences
between the local authorities (Westerberg, 2009).

Therefore, in this study the focus is on administrators in the local authorities
and how their knowledge and experience inform them on how they can
contribute to maintaining a link between families with dementia and society,
and consequently decrease the health problems associated with the isolation
that these families experience. Both research (Jansson et al., 1998; Bjorge,
2004) and the Norwegian Government’s Care Plan 2015 (2005-2006),
including its sub-plan (2008), recommend the use of supporters. It is,
therefore, important to investigate why local authorities offer supporters so
rarely and, if they do, why administrators of different local authorities do so in
markedly different ways. This study has applied a qualitative approach to
examine these issues. More specifically, certain qualitative methods are
advantageous because they describe the subjects’ perceptions of their work in
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their own words, and these perceptions are at the core of this study’s
objectives (Karlberg, Hallberg & Sarviméki, 2002).

The Study

The aim of the present study is to investigate what administrators take to be
the arguments for and barriers to the allocation and organization of support
contacts for people with dementia and their families. On the basis of a
previous study (Westerberg, 2009), we chose to ask 32 Norwegian local
authorities at the municipal level, representing eight of the 19 counties in
Norway, with different experiences of using the supporter service in Norway to
participate in the study. The criteria for participation of the individual
administrator in the interview study were as follows: experience of being an
administrator in a position of authority to allocate services and of having the
responsibility for case management of all kinds of services within health care
or home care in general or dementia care in particular; knowledge about
dementia; and substantial experience of being an administrator or experiences
of working in dementia care for at least two years, of both. We also selected
local authorities that represented cities as well as those that represented
smaller communities in the countryside, with the result that this study dealt
with variations in population size between 1300 and 600 000. These local
authorities represented a range of experiences in using supporters, and some
of them even had no experience at all with the supporter service in dementia
care. Administrators from these care services were contacted by telephone
and were asked to participate in this study. A total of 35 informants (aged
between 35-66 years, all women except one) were interviewed during 2011.
All of the informants were administrators and had been involved in managing
services in general for persons with dementia. No one declined to participate
in the study.

Following ethical approval by the Regional Committee for Ethics in Medical
Research, Southern Norway, we collected the data with qualitative interviews
using guide that comprised the thematic questions focusing on the informants’
experiences of the kind of services families with dementia need during the
entire course of the disorder, on what the local authorities’ duties are towards
these families, and on how the local authorities perform these duties.
Depending on the replies received, the interviewer followed new ideas raised
by the informants by asking further questions in order to obtain additional
information. One of the authors (AJ) carried out the interviews were carried out
in a conversation-based form. The interviews lasted for approximately 45-55
minutes and were recorded. (One interview lasted for only ten minutes owing
to the informant’s lack of experience.) They were mostly carried out at the
informants’ work place at a time and date convenient for them, though eight
interviews were carried out on the telephone to save time and expense. Within
a week after each interview a typist transcribed the complete recorded
interviews verbatim. One of the authors (AJ) performed a quality-control check
of the transcripts by listening to the tapes while reading the interviews.

Both authors analysed the transcribed interviews. Manifest qualitative content
analysis (Graneheim & Lundman, 2003) was applied to the interviews and
carried out in the following stages. First, the authors read the text carefully
several times to gain an overall impression, identified the words and
sentences expressing a central meaning, and systematically condensed the
data while being careful not to alter the original meaning. In the next stage, the
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authors assigned a code to the relevant phrases that identified their content. In
the third and final stage, the categories were created. These consisted of
groups of codes according to the themes in the interviews.

Findings

The findings in this study describe the variations of possible explanations for
and barriers to the allocation and organization of support contacts for people
with dementia and their families. There were three categories. The first
category, knowledge, describes the variations in administrators’ knowledge of
dementia and of the laws regarding the allocation and organization of
supporters to families with dementia. This category is divided into two
subcategories: formal knowledge and experiential knowledge. The second
category, reaching out, describes the variations in the process that leads to
families with dementia applying for the service, and it has two subcategories:
supplying information about the service and characteristics of target group
allocated a supporter. The third category, management of the service,
describes the variations of articulated reasons or arguments for and barriers
hindering the allocation and organization of supporter services. This third
category contains two subcategories: recruitment and organization. Each of
the categories will be described below with excerpts from the interviews.

Knowledge

The category of knowledge and two sub-categories of formal knowledge and
experiential knowledge cover the extent of the informants’ formal knowledge of
the legislation that governs the supporter service and their formal and
experiential knowledge about families with dementia. These aspects give rise
to their offering a variety of different services.

Formal knowledge

The informants’ formal knowledge about dementia and the law granting the
supporter service varied. Twenty-five informants were registered nurses, two
were nursing-assistant graduates, and the other eight had various college
degrees within the area of health studies. Five informants had formal
knowledge about health legislation in general. Most of the informants had
completed further studies, branching out into geriatrics, psychiatry, and
management, and 14 informants had formal knowledge of dementia. Those
informants saying they had formal qualifications in the care of dementia (and
some of those without formal qualifications) stated that it was important to
provide families with dementia with services that were individually tailored.
According to these informants, they believed that there should be a focus on
providing relief and information to these families.

Moreover, the informants who stated that they knew nothing about the
supporter service also had no formal knowledge about health legislation.
These informants held a variety of misconceptions. Some believed that the
service was not allowed to be offered to persons with dementia or their carers,
that the service was limited to only a few hours a week, or that it could only be
used for recreational activities and not in cases where a person would be
unable to participate in group activities. Moreover, some thought that it could
not be offered to those with access to institutions or placements in day-care
centres. For these reasons the families in question were not being given the
service.
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Furthermore, the informants without formal knowledge about legislation and
dementia stated that this service was not being offered because a lack of
resources forced them to give priority to the many younger people who were in
need of a supporter. However, administrators with formal knowledge of the
legislation maintained that no application would be rejected, even if the budget
had been used up. Another opinion held by some administrators was that
while supporters provide a valuable service to carers, they are nevertheless
unskilled workers who cannot provide care to persons with dementia.
Accordingly, these administrators’ practice was to refer these families to
already established services, and to encourage these families to apply to
receive an allowance to pay family carers, an institution or a day-care
placement. Those informants who had no formal education about the relevant
legislation and who tried to apply for supporters for families with dementia
revealed that they had been rejected by other administrators and did not know
how to appeal against the decision through the county council. As one
informant expressed:

We do not use supporters for care of the elderly. Families with dementia
may apply, but | do not know if it would be granted. It is outside my remit.

Furthermore, according to the informants without formal knowledge about
legislation, they had received guidance from the county council about how to
manage the service, and they described this experience as positive. Some
informants’ eyes had also been opened to the supporter service by carers
whose request for a supporter had been initially rejected but later granted
following a successful appeal to the county council.

Experiential knowledge

This subcategory captures the informants’ descriptions of a range of
experiences with the supporter services for families with dementia. The
findings show that there were some local authorities that offered the service
and had a system for organizing the service. Other local authorities offered
this service to a few families with dementia, but lacked the procedures for
organizing the service. Still others had no experience of using this service for
these families. According to the informants who had experience with the use of
supporters in the care of dementia, carers and persons with dementia
appreciated the supporters’ help and the informants wanted to increase the
use of this service. However, it must be noted that most of them also stated
that the service did not work if the person with dementia has reached an
advanced stage because the tasks become too burdensome for a supporter
with no formal qualifications. For that reason the use of supporters would not
be appropriate at the later stages of the disorder.

According to the informants with experiential knowledge the use of supporters
for these families was aimed at relieving their carers, preventing isolation,
maintaining previous activities, and preventing agitation in the person with
dementia. They also felt that it could be a complement to other services, such
as a placement in an institution or day-care centre. These informants also
estimated that this kind of service could be a cheaper alternative to those
mentioned above. Other informants with experiential knowledge remarked that
it was easier for some persons with dementia who were not interested in using
a day-care centre to accept supporter services, and that it could delay a
placement in an institution. Some persons with dementia were in need of a
supporter for a few hours a week and others several hours, but the service
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could be increased when needed if it was working well. In cases of people with
dementia with severe behavioural problems, the informants needed to be able
to supply skilled supporters with formal qualifications and experience of
dementia.

One of the informants who had experience with the use of supporters in the
care of dementia stated that the service works very well, that it is flexible and
easy to adapt to individual needs, and that if the supporter is the same person
who comes every time, it creates security both for the person with dementia
and for his or her carers.

| think this service is very good for carers and persons with dementia,
because it is the same person who comes to the family every time. So
carers become very confident that the person with dementia is having a
good time and as they become more familiar with the supporter the
carers will not be so afraid of leaving home and staying away for the
whole session. For the persons with dementia who may not benefit from
other services, such as day care, or do not fit into groups, this is a very
good service. It is also a low-threshold service, which makes it easier to
accept it.

Other experiences with the supporter service that informants shared with us
were that supporters should know all they can about the person with dementia,
because this would make it easier to understand him or her. The family’s
needs must also be identified and the supporter and the person with dementia
should preferably be matched according to age and gender.

Reaching out

Under this category, reaching out, the informants described how they sought
to contact the families in order to provide them with information about the
services in general and how the supporter service could be made available to
them. The variations in this process are described through the subcategories
supplying information to families with dementia and characteristics of target
group with dementia who were receiving a supporter service.

Supplying information

This subcategory includes statements by the informants that described how
information to families with dementia about supporters and services in general
was provided through various channels such as the Internet, local
newspapers, brochures, courses for carers, information stalls, posters,
libraries, local radio channels, senior centres, and through other supporters or
carers. They also spoke about using standardized forms where people could
apply for all the services as being useful. Reaching these families is a
challenge, according to the informants, but the families’ receiving information
early in the course of the disorder is important in order to prevent carers from
burning out, and so that people with dementia will be able to stay at home for
as long as possible. They often receive applications from carers when the
person with dementia has progressed so far that the need for an institutional
placement is unavoidable.

According to the informants, the information these families receive depends on
the health-care personnel’s knowledge both about the available services and
about the disease itself. To improve the distribution of information to these
families, local authorities could establish a contact person who is responsible
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for coordinating services or for mapping out districts with many people over 75
or 80 years in order to identify needs on a general basis and to provide
information about services. This effort had resulted in new cases of dementia
being detected. But according to the informants the outreach service to the
elderly had been discontinued because of financial difficulties with the local
authorities, and that dementia teams and dementia coordinator positions had
been cut for the same reason, resulting in fewer requests for services.
Moreover, according to the informants, they had recently received several
applications for supporters from elderly people, when normally only younger
people apply. Other informants reported that they do not provide information
about the supporter service to families with dementia because the local
authority has a focus on offering day-care centre placement as a priority
service for these families. The informants stated that they also believed that
persons with dementia do not benefit from support services and for that
reason do not inform them about the service. Still, one informant commented
on how the supporter service is starting to become better known:

It has not been widely known that families with dementia can apply for a
supporter, but it is now beginning to be known that these families can
apply for this service. Other groups often do apply for this service.

Characteristics of target group

Some characteristics of those families that are more frequently assigned a
supporter are that neither the person with dementia nor the carer is more than
65 years old, that the person with dementia has special interests, and that
there is no day-care centre in the neighbourhood. Another characteristic is that
the person with dementia is in need of a high degree of physical activity,
particularly when he or she is placed in an institution where the staff are
unable to accompany him or her for a sufficient number of walks, or if the
person with dementia is troubled upon coming home to a ‘no-care’ situation
after a session at a day-care centre. The informants also added that men were
sometimes assigned a supporter because the activities at the day-care centre
were not orientated towards men.

Furthermore, the informants remarked that the carers’ need for relief could be
a reason for granting a supporter, as could the needs of these families to
maintain social activities and interests. The informants also described how
cooperating with many of the families could be a challenge for administrators:
it is time-consuming, some carers and persons with dementia have difficulty
accepting help, and there is often a long process before these families accept
it. In many cases people believe that services are not for them and so they do
not apply. Their belief is linked to their level of knowledge, which varies among
families with dementia. The informants were using home visits to enter into a
dialogue with these families and they described the supporter service as a
low-threshold service, that is, a service that the person with dementia and the
carer more easily accept. Persons with dementia and their carers seem to be
more positive about supporters than about the other kinds of services offered.
However, for some families it is still stigmatizing to receive help, even though
they greatly need it. One informant remarked on the issue of stigmatization:

Now we have some younger persons with dementia, and they are not
elderly. They should have the same rights as other young disabled
persons. But there are still some differences, though | think this has
started to change. There is more openness about dementia now and
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people know a little more about what dementia is, but we are not quite at
the place yet where all illnesses can be regarded equally.

Management of services

The category of management of services covers the statements by the
informants that point to the variation they had seen in the process of recruiting
and organizing the supporter service. This is described in the subcategories
recruitment and organization as they relate to the allocation of the service.

Recruitment

With respect to recruitment, some informants described how difficult it was to
recruit supporters for the local authorities and how it was particularly difficult to
recruit supporters for the elderly and persons with dementia, but they also
mentioned that becoming a supporter has been a popular choice. According to
the informants, the local authority often recruits supporters through a family
network, so that persons with dementia do not have to deal with a stranger. In
contrast, other informants said that they recruited supporters neither from
within the family nor from its network because this would drain resources away
from the network of the family. The informants who had experience of using
supporters stated that it was not so difficult to recruit supporters, and the
informants had also tried to recruit supporters who could work with several
families with dementia. The supporters were recruited by the local authorities
from a number of sources, as was described above under the subcategory of
supplying information.

Furthermore, the interviewees with experience of using supporters stated that
it was easier to recruit supporters among people over 60 and women, and that
they interview prospective supporters and check their references from
previous employers before employing them. Many of the supporters had
experiences of dementia from their own family or friends and some also had
some formal knowledge about the disorder. Health-care personnel with
reduced capability due to illness or who have become unemployed have on
occasion contacted administrators and expressed a desire to be a supporter
and have subsequently been hired. The informants stated that many
supporters continue to be a supporter for years, while others quit after a short
time. The informants also stated the difficulty in recruiting supporters because
the payment is low, while others said that payment had not been the decisive
reason for the supporter’'s commitment, but rather it was their need to be an
important person for others. According to the informants the payment could
vary and if the payment were to be too high it might attract people who would
not be suitable supporters. Other informants noted that carers often recruited
supporters through their own family network. For these carers, it was important
that there a payment is involved because it makes it easier to ask others to
fulfil the tasks as a supporter.

The informants with experience of using supporters expressed how they
wanted to organize and give guidance to supporters in a better way. They
believed that this would make supporters continue to support families with
dementia. They reported that if the supporters received information and
guidance, it influenced recruitment in a positive way and the service in general
worked better for those who were receiving it. As one informant observed:

It has become easier to recruit supporters now because the
administrators of the supporter service are very enthusiastic and have
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created a system of supervision and guidance. It has been difficult to
recruit supporters for some groups, but not necessarily for the elderly.

Organization
The subcategory of organization captured how the informants described, with
much variation from one local authority to another, how the local authorities
manage supporter services and how they guide and introduce the supporters
to the tasks.

Though each of the informants held an administrative position within health
care, some of them were not executive administrators for the supporter
service. The supporter service was instead managed by people in different
departments within the local authorities, some of whom had formal knowledge
neither of dementia nor of the laws governing health care. This way of
organizing the supporter service within the local authority led to a lack of
cooperation and understanding of each other’s fields. The administrators
believed that this was one of the reasons why the service was not offered
regularly to families with dementia. The informants had found that the health-
care personnel gained more knowledge and information about the supporter
service after there had been a successful reorganization where several units
had been placed under the same department.

According to the informants who were providing this service to families with
dementia, they had introduced the supporters to the families and given
information and guidance to the supporters prior to the start of the service.
They also described their having had regular meetings with the supporters’
once or twice a year, and added that the supporters could contact them if
necessary.

Other informants described that the local authority had organized regular
group meetings with the supporters, so that they could receive guidance
together, and that all the supporters had someone to contact when they were
in need of guidance. These local authorities also give the supporters an
opportunity to attend both training with other staff about dementia and training
specifically for carers. Furthermore, they had set up their own procedures for
the payment of salary and other expenses in connection with the supporters’
performance. The informants also expressed that they were not aware of any
official procedures relating to this. There were also informants who informed
us that they did not know how the supporters were provided with guidance
because other units in the local authority were responsible for providing it.
However, these units did not necessarily have specific knowledge about
dementia, and the informants who had experienced the usefulness of the
service and guidance for the supporters found this lack of knowledge to be
confusing.

Another way of supporting the supporters was to put them in touch with staff
who have experience of dementia. Some supporters also submitted a report
every month and the informants described that they had regular contact with
the families. Other informants also stated that they did not follow up on the
service, and lacked information on whether the service was working or not.

It depends on the assignment and individual qualifications for what kind
of guidance supporters need. Some are quick to ask for guidance, while
you never hear a word from others, until suddenly they quit and later on
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it turned out that the challenges were too great for the supporter. So this
is a challenge for me as an administrator to which | have to respond.

Discussion and conclusions

The aim of the present study has been to investigate the informants’
statements of arguments for and barriers to the allocation and organization of
support contacts for people with dementia and their families. The central issue
of the present study is that knowledge about support contact and dementia is
crucial for providing this service to families with dementia and that this
knowledge can be undeveloped. There is need for improvement in the further
education of administrators responsible for the care of dementia at the local
level. Another issue revealed by the data is that reaching out to these families
with dementia was both demanding and time-consuming. Lastly, the reason
why this supporter service is allocated in so many different ways has to do
with the management of the services in the local authorities.

Local authorities do not make this supporter service sufficiently available for
families with dementia, and they have not found an optimal organization for
managing it. Once again, the degree of availability was connected to the
informants’ and other administrators’ level of knowledge of the laws that
regulate the health-care services for persons and families with a dementia
disorder and to their experience with the supporter service. These findings are
in line with a survey in Norway by Westerberg (2009) that showed that only a
minority of communities in Norway offer the supporter service. Selbeek and
Hogset (2010) have shown that the kind and quality of service that is offered
to the population depend on the individual knowledge of the administrators. An
international review of the literature shows that the supporter service is also
not much utilized in other countries, and that there is a lack of quality research
in this area, according to Lee and Cameron (2006). Axelsson and Bihari
Axelsson (2006) and the Norwegian Board of Health Supervision (2008) have
also shown that the organizational structure of the local authorities and
attitudes among health-care professionals about what makes for a good
service in the care of dementia affect the choice of services.

Furthermore, this study shows that a few of the administrators who were
managing this service for families with dementia did not have sufficient
knowledge of the law and ordinary case procedure within health care, since,
according to these informants, this service was not for families with dementia.
This study also shows that the kinds of experiences the informants had of the
supporter service had an impact on the allocation and development of the
service. Furthermore, the informants stated that supporters could be
complementary to other services and could be developed further. The service
provided continuity and could prevent social isolation, which a number of
studies have stressed as important in promoting health (Holley, 2007; Brodaty
& Donkin, 2009; Hardy & Kingston, 2009). A review study by Schoenmakers,
Buntinx, and DelLepeleir (2010) confirms that continuity in dementia care is
important. Temporary respite care scheduled only for a short time increases
the burden on carers. However, the present study has shown that, according
to the informants, supporters may not be a suitable kind of service later in the
course of the disease because the tasks at that point are too difficult for an
unskilled or uneducated person to handle. Silverstein Wong and Brueck (2010)
have also pointed out in their study that persons with dementia require
educated health-care personnel in the later stage of the dementia disorder.

27

NJSR — Nordic Journal of Social Research
Vol. 3, 2012



Furthermore, the present study shows, on the one hand, that those informants
who had experience of the service and of the guidance that the supporters
received stated that it was not difficult to recruit supporters, and that families
with dementia often applied when they had received information about the
service. On the other hand, informants who had no experience of offering this
service declared that supporters were no use for families with dementia and, in
any case, supporters were difficult to recruit and it would be a challenge to get
the information about the services to these families. However, as it turns out,
even when administrators do know about legal and administrative procedures
and about dementia, many families with dementia still do not receive this
service (Norwegian Board of Health Supervision, 2008). Only 317 people with
dementia received this service in 2007 in Norway (Westerberg, 2009), and
many of them were under 65 years of age. This situation does not seem to
have changed, according to a survey by Eek and Kirkevold (2011). In line with
these findings, our study shows that the characteristics of the family, such as
age and gender, and other characteristics as described in the findings, affect
the allocation and choice of services.

This study also illustrates how organizational structures and cooperation within
the local authorities affect the quality and availability of services. Some
informants described how the local authorities divided the administrator’s tasks
in such a way that different administrators managed the services that families
with dementia received, and this put these families at risk of not being
prioritized for economic reasons by administrators who lacked expertise in the
law and in dementia. Furthermore, local authorities who had organized joint
meetings within the various departments had contributed to bettering
administrators’ understanding of other users’ needs and consequently also
those of the families with dementia. How services are organized and how local
authorities cooperate with the users affect the quality of services and their
availability, a finding that other studies have also confirmed (Ryan, Nolan,
Enderby & Reid, 2004; Axelsson & Bihari Axelsson, 2006; Ohman,
Josephsson & Nygard, 2008; Wihiman, Lundborg, Axelsson & Holmstrom,
2008; Hardy & Kingston, 2009).

One conclusion that we can draw from the present study is that services are
not available to everyone, though Norwegian law (HOD, 2006) has stipulated
that they should be. Further, neither the principles of Universal Design (Story,
Mueller & Mace, 2001) nor the Norwegian Law on the prohibition of
discrimination and accessibility based on reduced functional ability (BLD,
2009) is being fulfilled. In order to address this shortfall, local authorities must
focus on the collaboration between different professions and departments.
Specialization within welfare services makes it difficult and challenging to
provide the comprehensive services needed by families with dementia. Bihari
Axelsson and Axelsson (2009) have emphasized this point, and it is the
intention of the new public-health law implemented by the Norwegian Ministry
of Health and Care (2012) to provide these comprehensive services.

Moreover, this study has also shown that in order to develop the supporter
service, organizational structures must have administrators who can follow up
on the supporters and provide guidance and education, both of which can
affect the quality of services and provide the opportunities for improving the
recruitment of supporters and counteracting supporter resignations. Other
studies have confirmed this finding (Severinsson & Kamaker, 1999; Ryan et
al., 2004; Testad, Mikkelsen, Ballard & Aasland, 2010).
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The present study has used qualitative methods (content analysis) to collect
and analyse the data (Graneheim & Lundman, 2004). The choice of method
was motivated by the lack of previous studies on the use of supporters in the
care of dementia. The qualitative method enables the researcher to focus on
the informant’s point of view, and the present study depicts the informants’
own descriptions and stories, which are fundamental for understanding why
this service is not offered by all local authorities and where it is offered why it
is not provided to more families with dementia. Knowledge of why this service
is offered so differently from local authority to local authority is difficult to
address with quantitative methods, and qualitative methods are helpful for
improving our knowledge of phenomena in areas where little is known, as
Dellve, Abrahamsson, Trulsson, and Hallberg (2002) have argued. Even if the
findings cannot be generalized in a statistical sense, our findings are
transferable to other contexts (Malterud, 2001; Flyvbjerg, 2004), such as other
groups of patients and other local authorities in Norway, and perhaps other
countries. Thus the findings of this study can contribute to the development
and organization of services in a more holistic way that would help to promote
the health in families coping with dementia.

This study chose a strategy that included informants of all kinds, since content
analysis aims to describe variation. With 35 informants included from 32 local
authorities with different population sizes, representing cities as well as small-
community municipalities located in the countryside, coming from eight
counties, informants with different levels of formal knowledge and experience
(or lack of experiences), working in different organizational structures, and of
various ages, we believe that we have made it possible to describe a broad
variation of experiences that strengthens the validation of the findings (Patton,
2002). In order to contribute to the trustworthiness of the findings, this study
has presented quotations in the text and the authors have analysed the data
together and discussed critically the categories and level of abstraction
(Lincoln & Guba, 1990). One limitation with the present study is that only one
administrator (in one cases two administrators) from each local authority was
interviewed. This makes it impossible to interpret the results as the definitive
or official views of the local authorities. Rather, the ambition with the present
study was to find arguments for and against using supporters and these were
presented by the individual administrators.
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