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Título: Estado emocional de familiares de adultos con degeneración reti-
niana. 
Resumen: Distintos estudios han documentado los cambios emocionales 
que acompañan a la pérdida de visión en personas con degeneración reti-
niana (como la retinosis pigmentaria), pero el estado emocional de miem-
bros de la familia que conviven con ellas, no ha sido muy estudiado. Sin 
embargo, es conocido que la presencia de enfermedades crónicas no sólo 
repercute en el bienestar y calidad de vida de los afectados, sino también en 
el de sus familiares, haciéndoles posiblemente más vulnerables a la depre-
sión y o la ansiedad. Los resultados obtenidos de 37 miembros de familias 
de personas afectadas, frente a un grupo control (38 personas), apoya par-
cialmente nuestra hipótesis y revela que los primeros mostraban niveles 
más altos de ansiedad, principalmente las mujeres; mientras las parejas de 
afectados presentaban puntuaciones más altas en depresión. Los hallazgos 
indicaban que los miembros de familias de personas afectadas deberían re-
cibir algún tipo de apoyo para ayudarles a resolver problemas asociados al 
avance de la patología visual. 
Palabras clave: Familia; depresión; ansiedad, degeneración retiniana; géne-
ro; adultos. 

  Abstract: Various studies have documented the emotional changes that 
accompany the loss of vision in people with retinal degeneration (such as 
Retinitis Pigmentosa), but the emotional state of family members who live 
with them has not been extensively studied. However it is known that 
chronic diseases have repercussions not only on the well-being and quality 
of life of those affected, but also on their families, possibly making them 
more susceptible to depression and/or anxiety. Results from 37 family 
members tested against a control group (38 people) partially supported our 
hypothesis and revealed that the family members showed higher levels of 
anxiety, especially the women, whereas partners showed higher scores in 
depression. The findings indicated that the family members should be re-
ceiving some kind of support to help them to resolve problems associated 
with the progression of the visual pathology. 
Key words: Family; depression; anxiety; retinal regeneration; gender; 
adults. 

 

Introduction 
 
Various studies have documented the emotional and func-
tional changes that accompany loss of vision in people with 
degenerative retinal diseases, like Retinitis Pigmentosa 
(Hahm et al., 2008; Strougo, Badoux, & Duchanel, 1997). 
But, the emotional state of family members that live with 
them has not been widely studied, and the impact of low vi-
sion in general on the psychosocial adjustment of the family 
has not been analyzed (Bambara et al., 2009a). However, it is 
known that chronic diseases have repercussions not only on 
the well-being and quality of life of those affected, but also 
on their families (Agudelo, Casadiegos, & Sánchez, 2009; 
Knussen, Tolson, Swan, Stott, & Brogan, 2005; Olsen & 
Yorgason, 2009), possibly making them more susceptible to 
depression and/or anxiety. When a family is faced with a 
long-term disease or the disability of one of its members, an 
emotional impact is produced that affects the whole family. 
According to Rolland’s systemic model (2000) the members 
of a system are interrelated in such a way that any change 
produced in one of the members will affect the others, 
which in turn will affect the first in a circular chain of influ-
ence. In this way, interaction becomes the central element 
creating a system, in which the fundamental aspect is, in the 
case of a disease, the interactions between the disease and 
the individual, family and other biopsychosocial systems.  

In the provision of help in situations of illness and disa-
bility, there is no doubt that the family constitutes one of the 
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main agents of informal support, meaning the care and at-
tention given altruistically to people with some degree of 
disability. In this sense, family members of adults with low 
vision often provide practical support (Barron, Foxall, von 
Dollen, Jones, & Shull, 1994; Cimarolli & Boerner, 2005; 
Reinhardt, 1996) and emotional support (Goodman & Ship-
py, 2002), frequently acting as an informal extension of med-
ical care, without possessing sufficient training for this task, 
like those who help family members with difficulties of oth-
er types (Dreer, Berry, Elliot, & Rivera, 2007). The role of 
the family members depends on such diverse factors as the 
severity of the visual impairment, the impact of vision loss 
on everyday living, the existence of other co-morbid health 
problems and type and level of help given (Bambara et al., 
2009a). These factors can cause emotional tension, stress 
and mood changes (Ledermann, Bodenmann, Rudaz, & 
Bradbury, 2010; Olsen & Yorgason, 2009; Ostwald, 2009) 
since a conflict arises between the needs of the caregiver and 
those of the family member with visual impairment (Bamba-
ra et al., 2009a). For these reasons, a greater knowledge of 
the emotional state of the family members is required in or-
der to detect possible difficulties, give them the help they 
need and foster the optimum well-being and adaptation of 
people with visual impairment as well as those they live with.  

Although it has been established that the support pro-
vided by the family has an influence even on the positive re-
sults of the visual rehabilitation of its family members (Ci-
marolly & Boerner, 2005; Reinhardt, Boerner, & Horowitz, 
2006), nevertheless it has been found that visual impairment 
is an important stress factor in the conjugal relationship, be-
ing related to a greater risk of separation and divorce (Bern-
baum, Albert, & Duckro, 1993). In the case of spouses who 
are the caregivers of their partners with non-visual disabili-
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ties, their involvement is associated with their own physical, 
psychological and emotional well-being (Ledermann et al., 
2010). They experience more depressive symptoms and 
greater anxiety than their partners (Franks, Lucas, Parris-
Stephens, Rook, & Gonzalez, 2010; Strawbridge, Wallhagen, 
& Shema, 2007) and the stress they feel affects the quality of 
marital communication and the general quality of the marital 
relationship (Bowen, MacLehose, & Beaumont, 2011; Le-
dermann et al., 2010). In relation to gender differences, 
Strawbridge et al. (2007) concluded that the impact of hus-
bands’ vision impairment on wives was greater than the im-
pacts of wives’ vision impairment on husbands. 

Other studies have shown that a large population of 
people who act as caregivers of visually impaired adults ex-
perience significant physical, psychological and emotional 
distress and higher levels of burden, with women under 
greater risk of experiencing these symptoms (Bambara et al., 
2009b; Olsen & Yorgason, 2009; Ostwald, 2009; Yee & 
Schulz, 2000). It has also been pointed out that there could 
be an emotional contagion, referring to a process by which 
the state of mind of people with visual difficulties can affect 
or extend to others, in this case family members that are in 
close contact with them (Bambara et al., 2009b; Bookwala & 
Schultz, 1996; Goodman & Shippy, 2002).  

Retinitis Pigmentosa (RP) belongs to a group of dege-
nerative retinal diseases characterized by a progressive loss 
of vision which frequently leads to blindness. With this dis-
ease a genetic alteration leads to photoreceptor degeneration 
(Fernández, 2007) and clinical features include involvement 
of both eyes, loss of peripheral or central vision, weakened 
vision at night or under poor lighting conditions, problems 
adapting to changes in lighting, and changes in color dis-
crimination (Rundquist, 2004).  It is estimated that the dis-
ease affects approximately 1 in every 3700-4000 people and 
is more common in men (65%) than in women (55%) 
(Fernández, 2007). Frequently many affected people have 
typical responses to the diagnosis such as symptoms of de-
pression and anxiety (Hahm et al., 2008; Strougo, Badoux, & 
Duchanel, 1997), however, these reactions vary depending 
on their perception of the disease, their personal and social 
resources and the control they have over events that affect 
them (Wahl, Becker, Burmedi, & Schilling, 2004).  

The loss of vision in people with RP is unpredictable and 
its progression entails a loss of the ability to carry out certain 
tasks, diminishing self-confidence and self-control of those 
affected and possibly leading them to perceive themselves in 
a negative manner (Kiser & Dagnelie, 2008). However, in 
this process there are social agents such as family members, 
whose support help in the adaptation to the loss of vision 
and improve the quality of life (Reinhardt, 2001). In this 
sense, Nemshick, Vernon, and Ludman (1986) point out 
that a very high percentage of people with RP considered 
that the support provided by family was significant, while 
others perceived it as overprotection and complained that 
their families did not understand their condition, or ignored 
or denied the problem; for this reason, they suggested that 

the families also receive help, since the consequences of RP 
affect them as well. What seems evident is that the family 
members should be aware of changes produced in people 
with RP (associated with the degenerative nature of the dis-
ease), as well as the abilities they retain. They should also 
avoid over-protective attitudes and know what to do, when 
and how so as not to interfere in their decisions (Cimarolli & 
Boerner, 2005; López-Justicia & Nieto, 2006; López-Justicia, 
Fernández- Castillo, Fernández, & Polo, 2011). This re-
quires, on the one hand, encouraging communication be-
tween people with RP and their families, due to the impor-
tance of interpersonal relationships (Ledermann et al., 2010); 
and on the other hand, training the family members, streng-
thening their resources so that they can assume their role, 
improving their efficiency, reducing their vulnerability and 
facilitating their adaptation to the progression of the visual 
impairment of their family members. In order to achieve this 
objective the identification of family members at risk of suf-
fering emotional problems, such as anxiety and/or depres-
sion, related to visual disease becomes a priority. This justi-
fies the evaluation and subsequent psychological interven-
tion, if required, with the aim of helping them to face the 
consequences of a chronic degenerative retinal disease such 
as RP.  

According to Beck’s cognitive theory of depression 
(1987), the main alteration produced in people with depres-
sion is considered to be related to information processing. 
The risk factor that makes one susceptible to depression is 
the possession of a series of maladaptive schemes, with a 
negative content of loss and failure. These are normally ac-
quired in infancy, although they may remain latent and be-
come activated when the person experiences stressful situa-
tions or specific environmental incidents. The content of 
these schemes is composed of the “cognitive triad”, which 
includes a negative vision of oneself, of the world and of the 
future, and which, acting on information processing, leads to 
a distorted vision of reality, which in turn causes the de-
pressed person to be convinced that things are as negative as 
he/she perceives them to be.  

On the other hand, anxiety is the apprehensive anticipa-
tion of future harm or misfortune, accompanied by a feeling 
of dysphoria or somatic symptoms of tension. The object of 
the anticipated harm could be internal or external (López-
Ibor & Valdés, 2002). When alluding to anxiety, one must 
differentiate between anxiety as a state and anxiety as a trait 
(Spielberger, Gorsuch, & Lushene, 2002). The former refers 
to a temporary emotional state or condition, characterized 
by subjective feelings of tension, apprehension and hyperac-
tivity of the autonomic nervous system; while anxiety as a 
trait denotes a stable propensity to anxiety, or a tendency to 
perceive situations as threatening, which increases the state 
of anxiety. High scores in anxiety predict emotional prob-
lems that accompany certain pathologies and are normally 
associated, among other features, with depression (Sánchez, 
Aparicio, & Dresch, 2006). 
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Negative psychological states such as anxiety and depres-
sion appear to be associated with RP, as the studies by 
Hahm et al. (2008), Nemshick et al. (1986) and Strougo et al. 
(1997), have highlighted. Other authors have pointed out the 
possible existence of an emotional contagion between 
people with visual difficulties that may affect or extend to 
family members that are in close contact with them (Bamba-
ra et al., 2009b). But we have been unable to find any studies 
that confirm the presence of depression and/or anxiety (as a 
temporary emotional state or as a stable propensity to anxie-
ty) in the family members who live with adults who have RP 
and who have residual vision, compared with a group of 
adults without visual difficulties, who had no contact with 
anyone who has this disease. It has been highlighted, how-
ever, that visual impairment is an important factor in the 
conjugal relationship and a relationship was found between 
depression of a visually impaired person and depression of 
his/her spouse (Strawbridge et al., 2007). Hence the first hy-
pothesis of this study is that family members who live with 
people with a degenerative retinal disease, such as RP will al-
so present these emotional alterations, and that the partners 
of these people will show a more negative emotional state 
than the other family members.  

It has also been highlighted that women who live with 
people with visual difficulties are at greater risk of enduring 
greater pressure and experiencing negative emotional states 
(Bambara et al., 2009b; Strawbridge et al., 2007). For this 
reason we also aimed to determine if there were differences 
associated with gender in the emotional state of family 
members. Therefore, the second hypothesis of the study is 
that women who live with family members with visual im-
pairment will show higher levels of anxiety (as a temporary 
emotional state or as a stable propensity to anxiety) and/or 
depression. 
 

Method 
 

Participants 
 
A total of 75 people participated divided into two 

groups: a first group formed by 37 family members of 
people with RP (average age 43.89, DT = 12.458) (partner, 
son/daughter, father/mother, brother/sister and brother or 
sister in law); and a second control group composed of 38 
people (average age 41.03, DT = 10.146) (partner, boy-
friend/girlfriend and brother/sister) who had no contact or 
relationship with anyone with this disease. Table 1 shows the 
demographic characteristics of the participants (gender, age, 
level of studies, relationship, employed/unemployed and 
mean years since diagnosis), although it should be noted that 
the number of participants in the different types of familiars 
is not equal in both groups.  

All of the people with RP (family of the participants) had 
residual vision, although they showed a restriction of the 
Visual Field (VF). They satisfied the inclusion criteria of be-
ing diagnosed at least 3 years before the study (to avoid the 

greatest crisis or stress period that occurs during or immedi-
ately following diagnosis), having residual vision and not 
having any other disease or disability.  

 
Table 1. Sociodemographic characteristics of the participants, by groups. 

Characteristic Family Group Control Group 

Age (y), Mean (SD) 43.89 (12.45) 41.03 (10.14) 
Gender, n (%)   
 Women 19 (51.4) 20 (52.6) 
 Men 18 (48.6) 18 (47.4) 
Level of education, n (%)   
 None 6 (16.2) 6 (15.8) 
 Primary 4 (10.8) 3 (7.9) 
 Secondary 15 (40.5) 10 (26.3) 
 University 12 (32.4) 19 (50) 
Relationship, n (%)   
 Partner 

Boyfriend/girlfriend 
21 (56.76) 27 (71.05) 

5 (13.16) 
 Son/daughter 6 (16.2) 0 (0) 
 Father/mother 6 (16.2)  
 Brother/sister 3 (8.1) 6 (15.79) 
 Brother or sister in law 1 (2.7) 0 (0) 
Occupation, n (%)   
 Employed 30 (81.1) 28 (73.68) 
 Unemployed 4 (10.8) 6 (15.79) 
 Students 3 (8.1) 4 (10.53) 
Years since diagnosis    
 Mean (SD) 16.32 (11.27)  

 

Procedure 
 
The present study was part of a broader study in which 

the participants were people with RP and whose aim was, 
among others, to determine their emotional state and that of 
the family members they lived with.  

For the selection of the sample of family members, a 
meeting was organized with people with RP to explain the 
objectives of the study and activities to be carried out. Hav-
ing communicated their willingness to participate voluntarily 
in the research, the sample was selected from those with RP 
(members of two Associations) who retained residual vision 
and showed no other problems. Subsequently, they were 
asked to provide the name of one or two family members 
(husband, wife, son, daughter, father, mother, brother, sis-
ter) without visual disabilities who lived with them and who 
would voluntarily participate in the study. A sample of thir-
ty-seven people that satisfied the inclusion criteria was se-
lected. Subsequently, each family member (without RP, 
ruled out by clinical evaluation) was assessed by one re-
searcher (author of the present paper), a specialist in Psy-
chology.  

For the purpose of selecting a control group, 80 senior 
psychology students who were participating in a practicum 
program in RP were contacted. Each one received instruc-
tions to voluntarily evaluate two adult, distributed homoge-
neously by age, social characteristics and gender, who did 
not show visual deficiencies and had not been in contact 
with people with this problem. The students were trained 
and supervised in the administering of the tests and any re-
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sults that were not clear were discarded. Thirty-eight people 
satisfying the inclusion criteria were randomly selected. 

All of the participants in the study completed a personal 
information form, the STAI anxiety test and, subsequently, 
the Beck Depression Inventory. Once these were all cor-
rected and analyzed, the participants were informed of the 
results. None of them objected to the publication of the re-
sults. This research study was approved by the Institutional 
Review Board of the University of Granada in 2009. 

 
Instruments 
 
To obtain information on the demographic characteris-

tics a personal information form was designed. In the case 
of family members of people with RP, additional items were 
added referring to relationship and years since diagnosis of 
their family members with RP. 

The participants’ level of anxiety was assessed using the 
State-Trait Anxiety Inventory (STAI) (Spielberger et al., 
2002), the objective of which is to evaluate temporary states 
of anxiety in adolescents and adults. It consists of two sepa-
rate scales that measure the independent concepts of state 
(A-S) and trait (A-T). Each consists of 20 items with 4 alter-
native answers ranging from 0 to 3.  The range in each one 
of the scales is the same, from 0 to 60. 

The version of STAI used in the present study has a rate 
of internal consistency situated between .84 and .87 for A-T 
and between .90 and .93 for A-S (Spielberger et al., 2002). 
The values of reliability, calculated by the split-half proce-
dure, are .86 on A-T and .94 on A-S (Spielberger et al., 
2002). 

To evaluate depression the Beck Depression Inventory 
was used (Beck, Rush, Shaw, & Emery, 1979). This is a self-
applicable instrument, validated for the Spanish population 
(Vázquez & Sanz, 1997) to quantify symptoms of depression 
in normal and clinical populations. The BDI has an average 
reliability (alpha coefficient) of .86 and .74 (Beck, Steer, & 
Garbin, 1988). The version used in this study was the abbre-
viated one of 13 items, there being a high correlation (.96) 
between both forms (Beck et al., 1979). In this version one 
must choose a sentence from four alternatives, listed in or-
der of seriousness. Each item is assessed with different op-
tions of answers from 0 to 3, giving a total possible score of 
39 points. The following scores were taken into account: 0-4 
Absence of Depression, 5-7 Mild Depression, 8-15 Mod-
erate Depression and >15 Serious Depression (Joffre, 
Martínez, García, & Sánchez, 2007).  
 

Results 
 
The average scores corresponding to the dependent va-
riables (anxiety as state and as trait, and depression) ob-
served in the two groups (family members and control 
group) are included in Table 2. 
 
 

Table 2. Mean score and standard deviation in anxiety as state, as trait and 
depression of the two groups. 

 Family Group Control Group 

 M SD M SD 

S-A 16.76 9.82 13.76 10.82 
T-A 19.22 10.79 14.13 10.59 
Depression 2.81 4.02 1.68 1.72 
Note: S-A – State Anxiety, T-A – Trait Anxiety 
 

The scores for anxiety (as state and as trait) of the two 
groups were compared by applying MANOVA, ensuring the 
fulfillment of the assumptions of this technique (M of Box 
= 7.83, p > .05). Since this assumption was not fulfilled for 
the depression variable, it was decided that a non-parametric 
test be used in this case (U Mann-Whitney). 

The results of MANOVA indicated that there were sig-
nificant differences between the groups (F2, 72 = 94.4; p < 
.05), showing that they differed in the measure of anxiety as 
a trait [F1, 73= 4.23; p < .05]. The family group scored higher 
on the scale, with significant differences compared with the 
control group on the measurement of anxiety as a trait (p < 
.05). No differences were found in the measures of anxiety 
as a state [F1, 73 = 1.57; p > .05], or in the measures of de-
pression on the non-parametric test applied [U= 617; p = 
.351]. 

The differences within the group of family members of 
people with RP (partners and other family members) were 
studied using a non-parametric U Mann-Whitney test. Sig-
nificant differences were found associated with partners on 
the depression variable (U = 94.000; p = .019), on which the 
partners obtained higher scores, while no differences were 
found in the measures of anxiety as a state or as a trait (Ta-
ble 3 shows mean scores and SD of partners and other fam-
ily members) 

 
Table 3. Mean scores and standard deviation in anxiety as state, as trait and 
depression of partners and other family members of people with RP. 
 Partners Group Other Familiars Group 

 M SD M SD 

S-A 17.37 11.88 16.11 7.36 
T-A 20.89 12.87 17.44 8.05 
Depression 4.32 5.08 1.22 1.30 
Note: S-A – State Anxiety, T-A – Trait Anxiety 

 
With the aim of testing our second hypothesis, another 

MANOVA was applied to determine differences associated 
with gender between the groups (family members and con-
trol group). The results indicated that there were significant 
differences between the groups and gender (F3, 71 = 59.4; p < 
.05), showing that they differed in the measurements of an-
xiety as trait [F1, 73= 5.97; p < .05]. The average scores cor-
responding to the dependent variables (anxiety as state and 
as trait, and depression) and gender observed in the two 
groups are included in Table 4. 

The differences within the groups were also studied us-
ing a non-parametric U Mann-Whitney test (due to the small 
size of the sample) finding significant differences associated 
with gender in the group of family members on the variable 
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anxiety as trait (U = 83.50; p = .007), on which the women 
obtained higher scores, while in the control group these dif-
ferences were not found (U = 156.500; p = .637) (Table 4 
shows mean scores and SD) 
 
Table 4. Mean score and standard deviation in anxiety as state, as trait, de-
pression and gender of the two groups. 

  Family Group Control Group 

  M SD M SD 

S-A 
Men 14.33 11.26 11.60 7.51 
Women 19.05 7.86 15.17 12.48 

T-A 
Men 14.56 10.60 11.73 5.53 
Women 23.63 9.19 15.70 12.76 

Depression 
Men 2.72 5.24 1.33 1.34 
Women 2.89 2.53 1.91 1.92 

Note: S-A – State Anxiety, T-A – Trait Anxiety 
 

Discussion 
 
In the present study, we evaluated primarily depression and 
anxiety (as a state and a trait) in a group of family members 
of people with RP against another of individuals without as-
sociation to people with visual impairment. The results 
showed that anxiety as a trait is greater in family members of 
people with RP. Their anxiety levels indicate that they are 
prone to suffering from anxiety, meaning that their tendency 
to perceive situations as threatening increases their state of 
anxiety. This could be due to a feeling of threat or anticipa-
tion of damage, which is understandable given the degenera-
tive nature of RP. These results follow the same lines of 
former studies, or Rolland’s model (2000), suggesting that a 
chronic, progressive disease like RP could have a negative 
effect not only on family atmosphere and the well-being of 
those who suffer from the disease, but also on those who 
live with them (Agudelo et al., 2009; Knussen et al., 2005; 
Olsen & Yorgason, 2009).  

With respect to anxiety as a state, we should point out 
that although a significant difference was not found; never-
theless if we consider the mean scores, we observe that the 
scores for the group of family members are notably higher 
than those of the control group. A larger sample size would 
probably confirm this, although it could also be that the time 
passed since the diagnosis was made (at least 3 years before 
the evaluation) has affected the results. 

With regard to depression in the family members of 
people with RP, when the type of relationship (partner or 
other family member) was investigated, we found significant 
differences in the partners group indicating that they ob-
tained higher scores than other family members. Although it 
should be noted that the level of depression was in the limit 
range of mild depression. Prior work has focused exclusively 
on the emotional state experienced by people with RP in 
which they have found depressive symptoms (Hahm et al., 
2008; Strougo et al., 1997). However, there are no studies 
centred on family members of adults with RP, which pre-
vents us from comparing our results. Nevertheless, our data 
coincide with those found in previous studies carried out on 

people with visual impairment or other difficulties (Franks et 
al., 2010; Strawbridge et al., 2007) and may confirm that 
there is an emotional contagion between couples on this 
variable (Bambara et al., 2009b; Bookwala & Schultz, 1997; 
Goodman & Shippy, 2002).  

The data obtained partially confirm our first hypothesis, 
which predicted that family members would show emotional 
alterations such as anxiety and/or depression. We stress that 
they partially confirm our hypothesis since we found differ-
ences in the anxiety as trait variable when we studied the two 
groups (family group and control group), whereas only the 
depression variable was confirmed when we studied a group 
of partners of people with RP against other family members.  

We also found differences associated with gender when 
we studied the two groups (family group and control group), 
on verifying that women who live with people with RP show 
greater levels of anxiety as a trait, data which also partially 
confirms our second hypothesis and that coincides with 
those found in previous studies (Bambara et al., 2009b; Ol-
sen & Yorgason, 2009; Ostwald, 2009; Yee & Schulz, 2000). 
In general, women are known to tend to express their emo-
tions more frequently than men, particularly feelings of de-
pression, sadness, anxiety or fear and important changes in 
their mood (Olsen & Yorgason, 2009; Ostwald, 2009; Smith, 
Nolen-Hoeksema, Fredrickson, & Loftus, 2003). The results 
of our study seem to follow this tendency, but they do not 
allow us to completely support these conclusions, due to dif-
ferences in the sample. In our study, not only wives of peo-
ple with RP participated, but also other family members 
(16). Nonetheless, the number of couples was greater (21) 
and among these there were more wives (12) than husbands 
(9). 

The findings suggest that the effects of the RP on the 
familiars may not be as negative as in other degenerative dis-
eases, or that these are milder and difficult to detect. Even 
so, we think the implications of this study are of interest to 
professionals in the field of health who work with people 
with degenerative retinal diseases, people with RP and their 
families.  

The outcomes of this study lead us to conclude that it 
would be beneficial for family members to receive some 
kind of support, to help them to cope with the conse-
quences of this pathology. It would be especially important 
to work on the impact of the loss that RP involves with fam-
ily members and especially with the partners and the women, 
giving them guidance so that they understand what their ac-
tions should be, know what abilities the person still has and 
endeavour to ensure that he/she continues to use them, at 
the same time avoiding overprotective behaviour. It would 
also be advisable to provide realistic information and dem-
onstrations of the characteristics and progression of the dis-
ease, participation in group discussions, or analysis of their 
actions with affected family members. The aim is that they 
know what to do, how and when to intervene, without inter-
fering in their autonomy and independence (Cimarolli & 
Boerner, 2005; López-Justicia & Nieto, 2006; López-Justicia 
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et al., 2011). In this sense, it would be advisable that associa-
tions and professionals dedicated to this topic, work togeth-
er to propose activities and make them accessible to the 
family members of people with this pathology. It is also rec-
ommended that family members read or compile informa-
tion about the problem, speak with other family members in 
the same situation and discuss it with professionals, because 
of the significant relationship between social support, prin-
cipally from the partner, and health (Martos & Muñoz, 
2011). These proposals will benefit both people with RP and 
their families, given the fundamental role that the latter play 
in the rehabilitation process (Cimarolly & Boerner, 2005; 
Reinhardt, Boerner, & Horowitz, 2006) and adaptation to 
the new situation, since it has been highlighted that the help 
they give is associated with a better adaptation to the prob-
lem. 

Our study has several limitations. In the first place, de-
pression was diagnosed through a self-reporting question-
naire rather than using conventional criteria. It should be 
noted that, despite not being designed for the diagnosis of 
depression, this questionnaire has proven to be a good 
screening method (Vázquez & Sanz, 1997). Another disad-
vantage lies in the fact that we have used the abbreviated 
version, and it is known that as the number of items is re-
duced, so is reliability. Nevertheless, we should point out 
that a high correlation (.96) was confirmed between both 

versions (Beck et al., 1979). Secondly, the participants were 
evaluated only once, which prevents us from determining 
whether anxiety as a trait persists, which would lead us to 
suspect that it could be a personality trait.  

We would like to point out that the size of the sample is 
small, and the number of participants in the different types 
of family members is not equal in both groups, which im-
plies a limitation in the generalization of results. Although in 
contrast, only family members of people with one degenera-
tive retinal disease participated. Furthermore, the sample 
was intentional in nature, due to the fact that the only partic-
ipants were volunteer family members of people with RP be-
longing to two associations of people with RP. But we 
should point out the difficulties that finding a large enough 
simple of these pathologies entails, due to the reservations 
of family members to participate.  However, we have at-
tempted to balance the groups with respect to the socio-
demographic characteristics of age, relationship, occupation 
and gender to ensure greater comparability. 

 
Author’s note.- This study was supported by the program “Desar-
rollo personal y social de los afectados de retinosis pigmentosa” 
(Andalusian Health Council project 180/03/84).  

We thank Karen J. McMullin for translating parts of the origi-
nal manuscript into English. 
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