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Introduction: The consequences of living with deafblindness can be vast and have
been described as concerning difficulties with communication, restrictions in the
activities of daily living and a lack of independence. Deafblindness has also been
associated with poor health-related quality of life. Little is known about parenting when
having deafblindness or how the health and family climate of families in which a parent
has deafblindness are affected.

Aim: The aim of the study was to describe the health-related quality of life, sense of
coherence and family climate in families where a parent has a deafblindness.

Methods: A total of 38 individuals, of which 14 were parents with deafblindness and 6
were partners to the parent with deafblindness, and 18 children, were included. The
participants answered questionnaires about their health-related quality of life, family
climate and sense of coherence (comprehensibility, manageability, and meaningfulness).
The Swedish age-relevant versions of the questionnaires were used. Due to the small
number of participants, descriptive statistics were used to explore the results from
the questionnaires.

Results: The results revealed a pattern indicating that the health-related quality of life
was affected, parents with deafblindness reported the poorest health-related quality of
life. Sense of coherence was reported by all the family members as either moderate or
low. The Family climate questionnaire revealed the positive aspect of closeness across
family members, however negative aspects of chaos and expressiveness in the families
were reported, mainly by, but not restricted to, the parents with deafblindness.

Discussion: This study includes a small sample, too small to draw far-reaching
conclusions. However, some interesting results need to be highlighted and discussed.
When considering the family as a system, it is reasonable to assume that the family
members contribute in different ways to how health and wellbeing is experienced in the
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family. Deafblindness is a unique disability that affects not only the individual but also
the whole family. This fact needs to be considered when support is offered to individuals
with deafblindness. All members of families where a parent has deafblindness have to
be asked about their needs and about how they experience the situation.

Keywords: deafblindness, family climate, family life, health, sense of coherence

INTRODUCTION

This study describes the perspectives of all family members
when a parent has a specific impairment, i.e., deafblindness.
When a parent has a chronic illness, the whole family is
affected (Payne and McPherson, 2010; Bergstrom et al., 2014).
Family members can feel neglected and that their problems and
needs are underestimated. Individuals can experience feelings
of detachment from their partner when that partner has an
impairment (Eriksson and Svedlund, 2006), and children might
experience shame or guilt when their parent appears different
from others (Willems et al., 2007; Dam and Hall, 2016). There
are studies that have described that the mental health of children
is associated with their parents’ own feelings about the family’s
health, social and economic situations (Bergstrom et al., 2014),
and other studies have described positive aspects of good self-
esteem and an overall positive experience of growing up with
a parent with a disability (Jacob et al, 2019). However, what
it is like to grow up with a parent with deafblindness has not
yet been studied.

Deafblindness

In the Nordic definition, deafblindness is defined as “a distinct
disability. Deafblindness is a combined vision and hearing
impairment. It limits the activities of a person and restricts
full participation in society to such a degree that society is
required to facilitate specific services, environmental alterations
and/or technology” (Nordens Vilfirdscenter, 2016). Some of the
consequences of living with deafblindness are shared regardless
of the cause. This mainly has to do with difficulties with
communication, restrictions in the activities of daily living,
a lack of independence and a risk for isolation, as well as
difficulties concerning mobility (Fletcher and Guthrie, 2013;
Hersh, 2013; Simcock, 2017). Deatblindness can be present from
birth or acquired later in life, and there is great variation
in the degree of vision and hearing loss between individuals’
deatblindness, as well as in the etiology (Dalby et al., 2009; Ask
Larsen and Damen, 2014). The number of individuals under
the age of 65 with deafblindness in Sweden is approximately
2000".

Health-Related Quality of Life and
Wellbeing

Research has shown that health and wellbeing can be affected
when living with deafblindness (Ellis and Hodges, 2013; Fletcher
and Guthrie, 2013). Significantly poorer health has been
reported, especially in regard to headache, fatigue, depression

Lwww.nkedb.se

and suicide ideation for adults with Usher syndrome (USH), who
represent the largest group of individuals under the umbrella of
deafblindness. The lack of general trust in others and having no
one to share one’s innermost feelings and thoughts with have also
been reported, as well as strained financial situations (Wahlqvist
et al., 2013, 2016a,b). However, there have also been reports
of good health, positive outlooks and the positive meaning of
everyday living (Dalby et al,, 2009; Ellis and Hodges, 2013).
A review of existing research on determinants that are associated
with the quality of life of people with deafblindness due to
Usher syndrome has found that the adjustment of living habits,
maintaining hope for the future and a belief in one’s own capacity
to accomplish goals are important in maintaining a good quality
of life (Arcous et al., 2019). Being an active agent in one’s own life
has also been identified when having to adopt to new situations
due to a USH, which is a disease with a progressive course (Ehn
etal, 2019). Furthermore, social participation and inclusion have
been reported as having a positive impact on the health-related
quality of life for persons with deatblindness (Dean et al., 2017).

Sense of Coherence

Antonovsky has formulated a theoretical model of salutogenesis
to increase the understanding of the relationship between
stress factors, coping and health (Antonovsky, 1987b) to
understand why some people cope with life crises better
than others. The core concept of salutogenesis is a sense
of coherence (SOC), which can be further operationalized
into three components: comprehensibility, manageability and
meaningfulness (Antonovsky, 1987b). Comprehensibility has to
do with to what extent the individual perceives the world as
predictable, ordered and explicable. Manageability refers to the
individuals personal and social resources to deal with demands
posed. Finally, meaningfulness, has to do with the individuals
believes that challenges are worth commitment and investment.
The last component is seen as the most important dealing
with emotional motivation to create order in the world and
to use resources available as well as finding new strategies to
manage demands (Antonovsky, 1987b). Research on sense of
coherence and quality of life has shown positive outcomes in
that a strong sense of coherence (i.e., higher scores on the
SOC questionnaire) positively relates to a good quality of life
(Eriksson and Lindstrom, 2007). Antonovsky (1987b) describes
the development of a sense of coherence as a process that starts
in early life through a child’s experiences with his or her parents’
predictability and demands, but the process is not restricted to
development during childhood. The experiences from family life
in early childhood have also been studied and have indicated that
the level of education and gender are related to one’s sense of
coherence (Sagy and Antonovsky, 2000).

Frontiers in Education | www.frontiersin.org

August 2020 | Volume 5 | Article 143


http://www.nkcdb.se
https://www.frontiersin.org/journals/education
https://www.frontiersin.org/
https://www.frontiersin.org/journals/education#articles

Wahlqyvist et al.

Deafblindness, Health, and Family Life

Research about sense of coherence in relation to disability
has had different focus, for example a study where the degree
of sense of coherence of parents was studied to understand
individual differences in adjustment of family life when living
with children with developmental disabilities. A stronger sense
of coherence was related to a better psychosocial adjustment
of being a parent with a child with developmental disabilities
(Olsson and Hwang, 2002). Another study examined the sense
of coherence and its effect on thoughts on career for individuals
with different disabilities (cognitive, physical and psychological)
who were studying at university. The results indicated that the
individuals with disabilities had more negative thought of their
careers and lower sense of coherence than students without
disabilities (Lustig and Strauser, 2008). In relation to adjustment
to disability, a sense of coherence has been described not only as
a positive predictor of the adjustment process (Lustig et al., 2000)
but also as an important factor for a spouse’s ability to adjust to
the acquired disability of his or her partner (Rena et al., 1996). It
is reasonable to believe that comprehensibility, manageability and
meaningfulness can be affected in persons with deafblindness, but
this has not been studied. We have also not found any research
about the sense of coherence in other family members who share
a household with a parent with deafblindness.

Family Life

Fragmented descriptions about family life can be found
in previous research that has focused on individuals with
deafblindness, in which they describe their perspectives of how
their family members can either meet the needs of everyday
living or not (Miner, 1995, 1997). Both the emotional and
practical support given by family members to the person with
deafblindness and the efforts required from the family members,
especially from the partner, have been addressed by Ellis and
Hodges (2013). However, the authors do not report on the
partner’s perspective or the perspective from the children.
To our knowledge, the perspective of being a parent with
deafblindness has never been addressed as the main focus
in any study. Reports from parents having deafblindness can,
however, be identified. In such cases, the fear of passing on a
genetic illness to a child has been described. Furthermore, these
individuals have also described the challenges that they meet
in terms of communication and feelings of not being a source
of support for the other parent to the extent that they wanted
(Ellis and Hodges, 2013).

A few recent articles have described the experiences of
being the partner of someone who has dual sensory loss (i.e.,
concurrent hearing and vision loss) (Lehane et al., 2017a,b, 2018).
These studies have focused mainly on members of the aging
population and the challenges they face due to the changed way
of communication and the effects on their wellbeing or sexuality.

The consequences of the lack of research focusing on the
family climate (i.e., emotional aspects of family life), sense of
coherence and health-related quality of life of the whole family
means that there is no knowledge basis for how support should
be formed for these family members. The data presented in this
article constitute one of four articles in a research project that
addresses health and quality of life, family climate and the need

for support for families in which a parent has deafblindness from
a family perspective.

AIM

The aim of this study was to describe the health-related quality
of life, sense of coherence and family climate in families where a
parent has deafblindness.

MATERIALS AND METHODS

The study presented in this article is a descriptive cross-sectional
study of the health-related quality of life, sense of coherence
and family climate between family members in families where a
parent has deafblindness.

Participants

A major challenge for people with deafblindness is the ability
to access information. Therefore, the research group tried to
spread information about the project through several different
channels. Contact with the family section of the Association of
the Swedish Deatblind and the Swedish National Resource Center
for Deafblindness was established, as well as contact with some
existing deafblind teams within health care services. Information
about the project was further spread through Facebook, the
journal for members of the Association of the Swedish Deafblind
and at a meeting for members of the Association of the Swedish
Deafblind. The researchers also sent information letters to known
individuals with deafblindness who also have families to inform
them about the project and invite them to participate.

The inclusion criteria were as follows: at least one of the
parents should have deafblindness regardless of the cause, the
families should live together at least 50% of the time and
have children between 6 and 18 years of age. An additional
inclusion criterion was that the participants had to be able to
communicate with the researchers either directly or through
professional interpreters from Swedish sign language to spoken
Swedish. Those who were interested in participation were called
upon to contact the researchers to obtain more information and
make appointments for interviews (reported elsewhere) and to
answer the questionnaires.

In all, 38 individuals were included in the study, i.e., 20 adults,
of which 14 had deafblindness and 6 were partners to the parent
with deatblindness, and 18 children (aged 5-19 years). However,
not all of the participants answered the questionnaires and some
gave incomplete answers; therefore, the number of participants
varied between the analyses. The number of participants who
answered each questionnaire is indicated in the results.

The characteristics of the families and the individuals in the
families will be further described in the results.

Ethical Considerations

The project in which the present study is housed is one
of four that have been approved by the Regional Ethics
Committee of Uppsala (DNR 2016/124). After receiving written
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and spoken information, all the participants were given the
opportunity to ask questions, and then they all signed a written
informed consent form.

Individuals with deafblindness constitute a small and rare
group in society, and by adding the requirement of having
a family and children, the possible number of participants in
Sweden becomes even smaller. To prevent the exposure of the
participants, caution must be taken when presenting background
data and results.

Questionnaires

The participants answered questionnaires about their health-
related quality of life, family climate and sense of coherence. The
Swedish age-relevant versions of the questionnaires have been
used (see Table 1).

EQ5-D-L

The EQ5 is a standardized measure of health status developed
by the EuroQoL Group to provide a generic measure of health
(EuroQol Group, 1990). The questionnaire was further developed
in 2005 and resulted in the EQ5-D-L, which is the instrument
that was used in the present study. The EQ5-D-L consists of two
parts. The first part measures health status within five different
dimensions (mobility, self-care, usual activities, pain/discomfort,
anxiety/depression). Each dimension can be answered on a five-
level graded scale from “no problems” to “extreme problems.”
The second part consists of a Visual Analogue Scale (VAS-scale)
for self-rated health based on a 20-cm vertical, visual analog
scale with the endpoints of “the best health you can imagine”
and “the worst health you can imagine;” there is also a box in
which the figure marked in the VAS-scale should be written.
The mark and the written figure should represent the current
health of the respondent. The EQ5-D-L has not previously been
used when asking people with deafblindness about their health-
related quality of life. However, the questionnaire has been used
in different groups of people experiencing chronic diseases (for
example, Petersson et al., 2013). The Cronbach’s alpha value for
the EQ5-D-L questionnaire in the present study was 0.74, while
previous studies have shown a range of 0.73-0.85 (Savoia et al.,
2006; Tran et al., 2012).

Kidscreen-27

The Kidscreen questionnaire is a generic health-related quality
of life instrument for children and adolescents between 8 and 18
years of age (The Kidscreen Group Europe, 2006; Ravens-Sieberer
et al., 2014). Different versions exist, and in the present study,
Kidscreen-27 has been used. Children are asked to self-report

TABLE 1 | Questionnaires and age properties used in the study.

Questionnaires Age properties of questionnaires

EQ5-D-L
Kidscreen 27

Over 18 years of age
8-18 years
Sense of coherence scale From 11 years of age
Sense of coherence scale children’s version 5-10 years

Family climate From 11 years of age

their subjective health and wellbeing within five dimensions
(physical activity and health, feelings, family and free time,
friends, school and learning). Questions posed are for example
within the domain of physical activity and health; “In general,
how would you say your health is?” or within the domain of
family and free time; “Have you been able to talk to your parent(s)
when you wanted to?” The overall aim of the questionnaire is
to identify children who are at risk in terms of their subjective
health-related quality of life. The children give their response on
a five-level graded scale from “not at all” to “a lot” or “never”
to “always.” Psychometric testing to validate the construction
and consistency of the questionnaire has been performed in
children and adolescents in thirteen European countries as well
as in a Swedish context (Ravens-Sieberer et al., 2007; Berman
et al, 2016). The Cronbach’s alpha value for the Kidscreen-
27 questionnaire in the present study was 0.78, while previous
studies have shown a range of 0.78-0.84 (Robitail et al., 2007).
The Kidscreen-27 has, to the best of our knowledge, not been
previously answered by children from families in which a parent
has deafblindness.

Sense of Coherence

Deafblindness means that information received from the
surrounding environment can be fragmented, and this could
have an impact on how the individual experiences the sense of
coherence (SOC). Information about the sense of coherence of
individuals with deafblindness as well as their partners is sparse;
therefore, this aspect was included in the current study. The
SOC questionnaire consists of thirteen questions. An example
of a question related to comprehensibility is “Has it happened
in the past that you were surprised by the behavior of people
whom you thought you knew well?” An example of a question
related to manageability is “Has it happened that people whom
you counted on disappointed you?” Finally an example of a
question with regards to meaningfulness “Do you have a feeling
that you don’t really care about what is going on around you?”
The maximum score is 91, and the minimum score is 13. The cut-
off values are set to 13-57 for low SOC, 58-74 for medium SOC
and 75-91 for high SOC (Holmefur et al., 2015). Psychometric
testing has been conducted by Holmefur et al. (2015) in a total
sample of 623 individuals divided into two groups, one consisting
of women from a breast clinic and the other consisting of a
random sample from a population register. The Cronbach’s alpha
value for the sense of coherence scale in the present study was
0.73, while previous studies have shown a range of 0.70-0.95
(Lindstrom and Eriksson, 2006).

Sense of Coherence, Children’s Version

Based on the work of Antonvsky, a test measuring children’s sense
of coherence has been developed (Margalit, 1998; Margalit et al.,
1999). In this study, a translation into Swedish of the instrument
made by Familjeforum in Lund has been used (Nagy, 2004). This
form consists of 19 statements, three of which are complementary
questions that should be easy for the child to answer, e.g., “I
like ice cream.” These three statements are not included in the
score. The other 16 statements measure how the child perceives
the world, as expressed by a sense of comprehensibility, e.g.,
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“When someone gets angry with me, I understand why;” a sense
of manageability, e.g., “There is someone who can help me when
I need help”; and a sense of meaningfulness, e.g., “Things I do
every day are fun and make me happy.” The children respond
by using a four-digit scale ranging from (1) never to (4) always.
The total score of the test, i.e., the sum of the 16 statements, may
vary between 16 and 64, no cut-off values have been identified.
However, higher scores indicate a higher sense of coherence. The
SOC questionnaire is intended for use in children between the
ages of 5 and 10 years. Children aged 11 years or older have
answered the adult version of the sense of coherence scale.

The Cronbach’s alpha value for the sense of coherence scale for
children in the present study was 0.88, while previous studies, not
considering children in families where a parent has deafblindness,
have shown a range of 0.72 (Margalit, 1998) to 0.83 (Berntsson,
2003). To the best of our knowledge, the SOC for children has
not previously been used for children in families where a parent
has deafblindness.

Family Climate Scale

The Family Climate Scale is a Swedish instrument with 85
adjectives measuring four different factors in families, namely,
closeness (18 adjectives), distance (11 adjectives), expressiveness
(6 adjectives), and chaos (6 adjectives) (Hansson, 1989). The scale
is to be used from the age of 11. The respondent is asked to read
the words and mark at least 15 words that describe the climate
in his or her family. The words are then organized within the
factor where it belongs, and an index is created for each of the
four dimensions as well as for the total scale. The index is created
by dividing the total number of reported words in each dimension
by the total sum in each dimension. The index for the total scale is
given by dividing the total number of affirmed words by the total
number of words in the scale. Closeness is positive and concerns
safety, harmony and warmth in the family, a high value indicates
closeness in the family. Distance is negative and represents cold
separation between family members, a high value indicates a
distance in the family. Expressiveness can be both positive and
negative and is concerned with significance in the family, both a
high and a low value can indicate a good family climate. Chaos
describes that the family life is unstable and has many worries,
a high value indicates chaos in the family (Hansson, 1989).
According to Hansson (1989) a well-functioning family generally
has high values on closeness and low values on distance and
chaos, while a dysfunctional family has low values on closeness
and high values of distance and chaos. The response profiles can
be used to interpret how well the family members are consistent
in how they experience the climate in the family.

Data Collection

This project includes different methods of data collection,
e.g., questionnaires and interviews (presented elsewhere). The
participants answered the questionnaires in conjunction with
an interview. The participants were also asked to fill out
background information. Some participants needed, due to their
visual impairment, additional help to be able to answer the
questionnaires. This help was administered by a professional
interpreter or by one of the researchers (MW) (bilingual in

Swedish and Swedish sign language), who signed or read the
question out loud, including the alternative possibility answers,
and then marked the answer given by the participant. Children
who could read filled out the questionnaires by themselves and
had the ability to ask questions to the researchers (AAC, MB,
and KH) if needed. Those children who were not able to read
had the questions read out loud to them by the researchers
Most of the children answered the questionnaires without their
parents; however, one child had a parent present when answering
the questionnaire.

Analysis

The questionnaires that were completed by the participants were
imputed into IBM® SPSS Software version 22. The instructions
for how to summarize each questionnaire have been followed,
and descriptive statistics such as frequencies, mean values,
median values and cross tables have been used to analyze
the empirical data.

RESULTS

Due to the small number of participants in this study, the results
reported will be descriptive.

Characteristics of the Participants

In all, the 16 families included comprised 14 parents with
deafblindness, 6 partners and 18 children. Their background
characteristics are presented in Table 2.

Health-Related Quality of Life

Both the parents and children were asked about their health-
related quality of life using different questionnaires, the EQ5-D-L
and the Kidscreen-27, respectively. In total, 16 adults (12 parents
with deafblindness and 4 partners) answered the EQ5-D-L, and
their results are shown in the diagrams below (Figures 1, 2).
The most frequently reported problems were in the dimensions
of mobility, usual activities and anxiety or depression. When
dividing the respondents into the parents with deafblindness
or the other parents, a pattern emerged in which it was the
parent with deafblindness who reported the most frequent
problems (Figure 2).

VAS-Scale EQ5-DL

Both parents with and without deafblindness were asked to rate
their health. The mean value for their current health was 68
(range 25-100). Parents with deafblindness rated their current
health with a mean value of 64 (SD = 23.98). For partners, the
mean figure for their current health was 79 (SD = 21.75).

Kidscreen-27

Descriptive data (mean values and St. D.) from Kidscreen-27
are presented for each of the dimensions (Table 3). The total
number of children included in the project was 18. Not all
children completed the Kidscreen-27 due to age. In all 12 children
completed the Kidscreen-27. However, internal missing for the
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TABLE 2 | Characteristics of participants in study.

Parent with deafblindness Partner to a parent with deafblindness Children
Participants 14 6 18
Age years (mean) 33-57 (46) 38-57 (48) 5-19 (1172
Women (n) 9 2 14
Hearing loss/deafness 14 3 1
Vision loss 14
Diagnosis that causes Usher syndrome 1
deafblindness Other 3
Time elapsed since diagnosis (range) 2-46 years
First language Spoken language 6 3 7
Visual sign language 6 6
Mixed (both spoken and sign language) 2 5
Everyday language Spoken language 5 8
Visual sign language 4 3 2
Tactile sign language 1
Mix (both spoken and sign language) 3 1 5
Language for Spoken language 4
communication with Visual sign language 8
parent with Mix (both spoken and sign language) 1
deafblindness (children)
Education (for the University 4 1
children this is their Upper secondary school 7 4 4
everyday activity) Elementary school 1 11
Extension studies (not University) 2 1
Preschool 1
Employment Unemployed 2 1
Employed 5 3
Vocational training 2
Sickness compensation, disability pension 5 2

Employed by the hour

aThe age range for the children included in the study differs from the inclusion criteria set. The 5 year old was going to be six later the same year and the 19 year old had
just turned 19 years at the time for data collection.

Percent

Health-related quality of life

100

90

80

H No problem

M Problem

Mobility Self-care

activities

Usual Pain/

Discomfort

FIGURE 1 | Health-related quality of life, problem or no problem reported, parents with deafblindness and partner, n = 16.
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Health-related quality of life

100

90

80

70

60

50 -+

Percent

40 -

M Parent with deafblindness n=12

30 +

M Partner n=4

20 -+

10 4

Mobility  Self-care Usual Pain/

activities Discomfort Depression

FIGURE 2 | Health-related quality of life problems reported, parents with deafblindness and partner.

Anxiety/

dimensions in the Kidscree-27 exists, the included n is given for
each dimension in Table 3.

The interpretation of the results from the children and
adolescents included in this study has to be undertaken
with caution. However, the patterns identified do not differ
significantly when compared with the findings of Ravens-Sieberer
et al. (2007) or with the norm material included in the Kidscreen
questionnaires handbook (The Kidscreen Group Europe, 2006).
A mean T-value of 50 is considered a good health-related quality
of life, and the results of the health-related quality of life in the
present study are slightly decreased (see Table 3).

Sense of Coherence

The results revealed that none of the groups reported a high
sense of coherence (SOC). The reported SOC mean values were
found to be either low or moderate. Parents with deafblindness
(n=13) mean score 51.7, partner (n = 4) 68.7, children 5-10 years
(n =10), 45.5, and children > 11 years (n = 7), presented with a
mean score of 47.4.

Family Climate
The family members were asked to describe how they

experienced the family climate. Twelve parents with
TABLE 3 | The health-related quality of life in children, presented in five
dimensions, Mean value and SD.
Health-related quality of life five dimensions

Mean value SD
Physical wellbeing n = 9 A7,77 4,39
Psychological wellbeing n = 10 49,80 7,83
Family and Free Time n = 11 45,75 4,65
Social support and friends n = 11 49,13 11,10
School and learning n = 12 46,97 6,89

deafblindness, four partners and nine children completed
the family climate scale (Figure 3). A similar pattern was
revealed for the different perspectives, where all groups reported
the positively loaded factor of closeness. Distance was not an
apparent factor in the families. The factor with words related
to expressiveness was more diverse between the different family
members. Parents with deafblindness had a higher degree
of marked words that related to the factor of expressiveness
than did their partners or children. The fourth factor in the
family climate scale deals with chaos, which is a factor that
has a negative meaning. Chaos was reported by the parents
with deafblindness and was similarly described by some of
the children. No experiences of chaos were reported by the
partners (Figure 3).

DISCUSSION

The main findings in the present study indicate that family
members share a positive feeling of being close to each other.
The findings also indicate that in regard to problems reported,
parents with deafblindness report the greatest challenges related
to health-related quality of life (including mental health issues
of anxiety and depression), sense of coherence, expressiveness
and chaos. These findings might be understood in light of the
consequences of living with deafblindness, such as restrictions
in access to information, communication, activities of daily
living and mobility (Fletcher and Guthrie, 2013; Hersh, 2013).
Furthermore, these outcomes are in conjunction with those of
previous research, which have described a compromised health
situation for adults with deafblindness (Wahlqvist et al., 2013,
2016a,b; Dean et al., 2017). However, the other members of the
families do not report an overall positive experience of their
health, quality of life or sense of coherence. For the partner, a
lacking sense of coherence was reported, and some problems
with health-related quality of life were within the dimensions
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FIGURE 3 | Family climate index. Closeness: a high value indicates closeness in the family. Distance: a high value indicates distance in the family. Expressiveness:
includes both positive and negative aspects of emotional expressiveness. Chaos: a high value indicates chaos in the family.

—

Chaos

Expressiveness

M Partner n=4 i Children n=9

of pain/discomfort and depression/anxiety. The children in the
families also reported a moderate or low sense of coherence and a
slightly decreased health-related quality of life. To summarize, in
this small-scale study, the findings indicate a risk that health and
wellbeing could be affected in the family members of families in
which a parent has deafblindness.

All members of a family are affected by how well the family
system works. The results of the current study indicate that it is
important to consider the whole family’s perspective and their
individual needs of support. This issue has not previously been
addressed for families in which one parent has deafblindness.
Support has instead been offered to the deafblind individuals
in these families (Miner, 1995, 1997; Ellis and Hodges, 2013).
However, families are heterogeneous, and a family where a parent
has deafblindness is assumingly no exception.

According to Antonovsky, a sense of coherence is of great
importance for individuals in maintaining their health and
meeting challenges in life (Antonovsky, 1987a). Some of the
consequences of living with deafblindness could have an impact
on the possibility of maintaining a high sense of coherence. It is
plausible to assume that when one’s possibility of communicating
and accessing information from the surrounding environment
is fragmented, then one’s inner consistency in terms of being
able to find things meaningful and comprehensible as well
as manageable might be affected. However, how should we
understand the findings of a moderate or low sense of coherence
for the partners and children in such families? With regard to
the family as a system (Eriksson et al., 2018), could it be that
the insecurity of living with deafblindness has consequences for
the other family members as well? Further studies with larger
populations from more than one country are needed to determine
the mechanism behind this pattern.

Restrictions regarding everyday activities are presented as a
consequence of deafblindness (Ellis and Hodges, 2013; Fletcher
and Guthrie, 2013; Hersh, 2013), whereas this could be a way to
understand the differences in the expressiveness that is reported
in the families in the present study. Deafblindness implies a
need for structure and the planning of everyday life, leaving

little room for doing things spontaneously. For some persons
with deafblindness, a guide or interpreter is needed to be able
to participate in activities, and if such support is not provided
externally, it has to be provided by a family member (Ellis
and Hodges, 2013; Hersh, 2013). The chaos that parents with
deafblindness express could be interpreted as a deatblind-specific
problem. When one lacks information, things can seem random
or inconsistent when they occur. In the family system, the partner
might be the one who manages different activities and has control
of the family life and therefore does not experience the chaos
reported by the parent with deafblindness. The children also
reported chaos, but not to the extent of the parents who has
deafblindness. It is plausible to assume that the children in
these families are affected by the chaos that the parents with
deafblindness experience, because they are, depending on their
age and to various degrees, dependent on their parents. Here, the
partner or other parent can act as a buffer for the children, making
everyday life more predictable.

Methodological Challenges

Although there were limited numbers of participants in the
present study, it is the largest study with a family approach
that has been conducted within the field of deafblindness, as
far as we know. Despite a comprehensive recruitment strategy,
we could not recruit any more participants than we did. As
mentioned above, the number of people with deafblindness is
limited, and those who are parents comprise an even smaller
group. Nevertheless, they and their families have the right to
make their voices heard within research similar to that of any
other group. However, when conducting research with this group,
there are challenges that need to be taken into account. First, the
participants must be offered time enough to access information
about the aim and participation in the study. Second, the
questionnaires should be assessable for the participants. None of
the questionnaires used in this study were adapted for people with
deafblindness or had been used in this population before, which
could be regarded as a limitation (c.f. Wahlqvist et al., 2016b).
The authors do acknowledge the use of the Likert scale as interval
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rather than ordinal (c.f. Bishop and Herron, 2015), and that the
scale steps in the Likert scale are not equal. The results are,
however, presented in line with how other authors have reported
results based on the same questionnaires (c.f. Lustig et al., 20005
The Kidscreen Group Europe, 2006; Holmefur et al., 2015).

This study is one of four housed within a project concerning
families where at least one parent has deafblindness. The studies
are to be seen as complementary in research methodology, and
they describe different perspectives and experiences of living in
this type of family.

CONCLUSION AND IMPLICATIONS FOR
PROFESSIONALS

The aim of this study was to describe the health-related quality
of life, sense of coherence and family climate in families where a
parent has deafblindness. We identified a positive family climate
characterized by a feeling of closeness but also a risk of poor
health-related quality of life and a decreased sense of coherence
among the family members.

Since this is the first study focusing on this perspective and
the number of participants is low from a quantitative study
perspective, this area of study calls for further research.

For professionals who are to provide support to persons
with deafblindness, the findings of the current study indicate
that the whole family needs to be asked about their situation
and about their need for support. How this support should
be organized and what should be included in this support
should be further studied. Until then, we suggest that the
risk for poor health-related quality of life in the family
members of a parent with deafblindness should always be
considered when encountering them both as individuals
and as a family.
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