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Abstract

Dementia is a challenging chronic illness that affects the patients and their families. Families often

perform a full-time, specialised role, which requires expert knowledge and skills. This paper

describes the evaluation of proFamilies-dementia (a programme developed to support families

that care for a relative with dementia) using an innovative participatory methodology: photovoice,

a qualitative method of research that uses photography and voice to access people’s experiences.

The programme was evaluated in order to identify the positive and negative impacts of the

intervention on individuals and families; the advantages and disadvantages of photovoice as a

participatory tool were also captured. The sample consisted of six people from five families.

Participants identified only positive impacts of the programme, including better emotional

management, normalisation of feelings and increased focus on self-care. Photovoice facilitated

access to the process of change initiated by proFamilies-dementia, described by a process of going

beyond illness, negativity and loneliness.
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Introduction

Dementia is a particular challenging chronic illness that affects not only the patient, but also
all the family members (Clipp & George, 1993; Parks & Novielli, 2003). Living with and/or
caring for a person with dementia is often considered a more difficult and stressful experience
than caring for a frail person who is not cognitively impaired and who can understand and
co-operate with carers in the caregiving process. Families often perform a full-time, highly
specialised role, which requires expert knowledge, skills and attitudes.

In recent years, there have been significant advances in the development of interventions
for people with dementia and their families. The psychosocial interventions, such as
psychotherapy or psychoeducational programmes, have the strongest evidence of benefit
(Losada, 2007). Recent meta-analysis studies (cf. Sörensen, Duberstein, Gill, & Pinquart,
2006; Sörensen, Pinquart, & Duberstein, 2002) suggested that these types of interventions
have the most consistent short-term effects on a wide range of outcomes measures
(e.g. burden, depression and coping abilities).

Psychoeducational interventions are considered particularly effective at improving carer
knowledge, reducing burden and depression symptoms, and increasing subjective well-being
and satisfaction (Sörensen et al., 2006). Research also suggests that psychoeducational
interventions have moderate effects in terms of delaying the institutionalisation of those
receiving care by improving the psychological well-being of the carer (Kennet, Burgio, &
Schulz, 2000). Recent interventional studies found a significant reduction in health-risk
behaviour and improvements in self-care and self-efficacy in family carers following a
psychoeducational intervention (Andrén & Elmståhl, 2008; Boise, Congleton, & Shannon,
2005; Kennet et al., 2000; Won, Fitts, Favaro, Olsen, & Phelan, 2008).

Determining the effectiveness of interventions

Overall, psychoeducational interventions have been reported as effective (Sörensen et al.,
2006). This effectiveness has been established using traditional approaches assessed by the
amount of improvement identified in outcomes (e.g. burden, anxiety, depression, subjective
well-being, coping abilities) determined by researchers before the intervention (Sörensen
et al., 2002). However, the dominance of researchers in the design of both interventions
and evaluation methods has been criticised by those, such as Fraenkel (2006), who advocate
participatory research methods.

Firstly, the use of a priori measures (Jacobson&Truax, 1991;Mirin &Namerow, 1991) has
been criticised for underestimating the impact of interventions on issues of importance to
participants. Interventions are focused on reaching predefined objectives, typically associated
with achieving normative levels of functioning: reducing, eliminating or easing symptoms,
solving problems and/or modifying risk behaviours (Sousa & Rodrigues, 2008). This process,
based on a biomedical approach, fails to analyse the process of change, or to consider other
positive and/or negative changes besides those previously defined for the intervention.
Participants may experience clinically significant changes that improve or worsen their
quality of life, but that do not coincide with the initial intentions of the intervention and
that, therefore, are often not captured (Jacobson & Truax, 1991; Mirin & Namerow, 1991).
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Evaluations need to capture the clinical significance and practical importance of interventions,
specifically, the degree to which the intervention makes a practical, genuine and valuable
difference to the life of the client and those with whom he/she interacts (Kazdin, 1999).

Secondly, traditional models of evaluation rarely involve families in the design of the
programmes that are created to help them (Fraenkel, 2006). Franekel suggests that this lack
of family involvement, alongside an absence of organisational commitment to implement
family-focused programmes, contributes to the under utilisation of family intervention
programmes. Fraenkel (2006) also argues that there needs to be a more collaborative stance
between services/professionals and families, with families viewed as experts on their life
circumstances, recognised for their coping and resilience and asked about what services
might help them. Such participatory approaches require participatory evaluation methods;
that is, an educational process through which participants produce action-oriented knowledge
about their reality and clarify and articulate their norms and values (Brunner & Guzman,
1989). Participatory methods involve evaluators working in a collaborative partnership with
families/users to facilitate and support them in owning and understanding the evaluation
(Keast & Waterhouse, 2006). The objectives of participatory evaluation are to promote
programme enhancement, encourage self-evaluation and self-determination and promote
the contribution of all involved, including clients, who have traditionally been excluded
from evaluation (Patton, 2002). The active involvement of participants in the evaluation
process has afforded enhanced programmatic outcomes, as well as contributing to capacity
building around evaluation and broader participation roles (Keast & Waterhouse, 2006).

Photovoice: a tool for participatory evaluation

Photovoice, a qualitative method of research and action that uses photography and voice to
access the lives and personal experiences of a community or privileged informants, and aims
to make these accessible to others (Rodrigues, Carvalhal, & Alarcão, 2008), is advocated as a
highly flexible tool for participatory evaluation (Wang & Burris, 1994). Photovoice is
becoming more common in interventional research, and has been described as an
empowering process, since it offers an opportunity for action and reflection that fosters the
progressive development of participatory skills (Jason, Keys, Suarez-Balcazar, Taylor, &
Davis, 2004; Zimmerman, 1998). Photovoice entrusts photographic cameras to the hands
of individuals and captures their voices and visions about their lives, community and
concerns, so they can act as recorders of their own story or lived experience (Fleury,
2002; Wang, Burris, & Xiang, 1996). By sharing and talking about their photographs,
they use the power of the visual image to communicate their life experiences, expertise
and knowledge.

Promoting a participatory evaluation advocates a more collaborative approach to the
intervention. Listening to and learning from programme beneficiaries, field staff and other
stakeholders who know why a programme is or is not working is critical to making
improvements. In addition, the more these insiders are involved in identifying evaluation
questions and in gathering and analysing data, the more likely they are to use the
information to improve performance. Participatory evaluation empowers programme
providers and beneficiaries to act on the knowledge gained.

This exploratory study aims to use photovoice to evaluate the clinical relevance and
benefits of a psychoeducational programme developed to support families that care for an
older person with dementia in their homes (proFamilies-dementia). In addition, it aims at
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understanding the relevance and the contributions of this participatory methodology in the
evaluation of these types of programmes. This study makes an important contribution to
understanding the impact of psychoeducational interventions on the dementia–family-care
context that goes beyond that traditionally assessed by standardised outcome measures and,
as well, contributes to understanding the suitability of other evaluation methodologies to
capture these effects.

Methodology

Design and setting

Researchers employed a qualitative method of research and participative action (photovoice)
to evaluate an exploratory psychoeducational intervention (proFamilies-dementia),
developed to support families that care for an older person with dementia in their homes.
This study was developed at the Health Care Centre of Ílhavo (Portugal), that is, in a
primary care context. The study was approved by the Ethics Committee of the Health
Administration of the Centre Region.

Participants

The sample consisted of six people from five families who participated in proFamilies-
dementia (see Table 1). One family was represented by two family members and the other
four were represented by the main caregiver of the person with dementia. The average age of
non-patients was 56.2 years (SD¼ 15.42) and five were female. Regarding the kinship to the
person with dementia, there were two spouses, two children, one niece and one son-in-law.
The five persons with dementia had an average age of 79.6 years (SD¼ 5.77) and three were
male; all of them were retired. One participant had been diagnosed for only 2 months when
commencing the programme but the other four had been diagnosed for more than 1 year.

Table 1. Characteristics of participants

Older person with dementia (n¼ 5)

Gender Female 2

Male 3

Mean age in years 79.6 � 5.77

Dependence level [Barthel Index, 1965] Total 1

Moderate 1

Mild 3

Family members (n¼ 6)

Gender Female 5

Male 1

Mean age in years 56.2� 15.42

Professional status Work at full time 1

Retired 5

Kinship with the older person with dementia Spouse 2

Daughter 1

Niece 1

Son-in-law 1
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Prior to intervention, participants were informed about the study objectives, design and
methods and the right to freely participate or withdraw at any time during the study.
Anonymity and confidentiality were guaranteed and authorisation to video-record the
sessions was requested; written informed consent from each participant was obtained.

Intervention

ProFamilies-dementia is a psychoeducational intervention programme based on a
participatory approach (Guerra, Mendes, Figueiredo, & Sousa, 2011). The name
‘proFamilies’ was adopted to reflect three aspects – pro is an abbreviation of programme;
pro is also used as a term meaning in ‘favour of’, reflecting the aim of supporting families
caring for people with dementia; finally pro can also be used to reflect the positive aspects or
strength of something (i.e. pros and cons), hence the term aims to acknowledge and utilise
family strengths in supporting people with dementia. ProFamilies-dementia adopts the
following principles: (a) family centred, since it considers family potential as a
fundamental social support resource for elderly people with dementia; (b) integrated, that
is, it involves social, health, educational and psychological support, combining support for
the patient and for the non-patient family members and offering short- and medium-term
support; and (c) uses an empowering approach, which shifts the emphasis of the intervention
from what went wrong, to what can be done to enhance functionality, and builds on family
strengths and resources that enable them to overcome life’s challenges and support the
healthy development of all the family (Egan, 1998; Saleebey, 2001). ProFamilies-dementia
was developed to support families that care for an older person with dementia in their
homes. It aims to promote family and community care, and to facilitate the connection
between family and formal support systems (social and health).

The programme consisted of six sessions of 90 minutes, one per week. A multi-family
discussion group format was adopted and followed a highly structured protocol, consisting
of two components: educational and supportive. A psychologist and a gerontologist, who
combine experience and training in psychoeducational and family interventions for families
caring for older people with dementia, facilitated the sessions. The programme used a multi-
disciplinary approach with additional input from a family general practitioner, nurse and
social worker. Table 2 briefly describes the programme sessions. In addition, the participants
(i) participated in relaxation at the end of each session in order to learn relaxation techniques
and to develop effective ways of dealing with stress; (ii) received handouts summarising the
main topics of each session; and (iii) received a ‘home work’ assignment at the end of each
session, putting into practice some of the activities they learnt during the group.

Evaluation procedures

At the end of the last psychoeducative session, the facilitators introduced the importance of
images as privileged vehicles of communication. They explained that each family would
receive a photographic camera with the aim of exploring, through images, the positive
and negative impacts of the programme on their lives. They were encouraged to take as
many pictures as they wished, during the following 3 months, with the aim of selecting six
photographs: three to represent positive impacts and three to represent negative impacts of
the programme. Ethical considerations, such as the need to get prior consent of those being
photographed, were carefully highlighted and explained.

Guerra et al. 573

 at Library - Metropolitan State University on February 5, 2015dem.sagepub.comDownloaded from 

http://dem.sagepub.com/


Table 2. Description of the sessions

Session Components Description

1 Presentations Introduction of the group facilitators, the families

and the programme.

Information about the disease A doctor provides basic information about

dementia and answers participants’ queries.

Impact of the disease in family life Participants identify the positive and negative

impacts of the dementia diagnosis on their

family life, in order to normalise the experience

of dementia and to establish unity among group

members.

2 Self-care Families are encouraged to improve their self-

care, giving special attention to the principal

caregiver.

Introduction of relaxation techniques The benefits of the relaxation techniques are

introduced. Participants are invited to engage in

a cognitive relaxation.

3 Caring for the older person with dementia A nurse provides information on relevant topics

(such as nutrition, personal care and the

administration of medicines) and answers the

participants’ queries.

Stress management Participants are encouraged to develop more

efficient strategies of stress management.

4 Communicating feelings Participants discuss how to communicate their

feelings, needs and concerns more effectively,

preventing misunderstandings and promoting

positive interaction.

Communication and dementia Participants identify how they might change their

behaviour or manipulate the environment in

order to maximise communication with their

relatives with dementia.

Social networks The role of in/formal social networks as sources

of emotional and practical support is discussed.

5 Community resources A social worker presents the available community

resources.

Emotion-management Families are encouraged to improve their

emotion-management strategies. The debate is

centred upon the emotions experienced by the

members of the group since ‘the arrival’ of the

illness.

6 Mastering caregiving decisions Projects for the future are discussed in order to

allow participants to maintain significant goals for

their individual and family lives.

Legal and financial issues Information on legal support and social welfare

are provided; the need to plan the future of the

older person with dementia is underlined.

Ritualise and finalisation of the group This final meeting includes a celebration/party,

which takes place in an informal environment.
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Data was collected at a post-intervention stage, 3 months after the intervention. Two
weeks before the evaluation session, the cameras were collected so that the photographs
could be developed. The printed photographs were then returned to the families who selected
those they wished to discuss at the evaluation session; three families selected four
photographs, while the other two families selected six images.

The evaluation session aimed at encouraging participants to share their interpretations and
thoughts about themeaning and significance of their own selected images. It lasted 90minutes,
was video-recorded and coordinated by the programme facilitators. After the participants had
been welcomed, the facilitators encouraged informal discussion about their experiences during
the 3 months since the end of the programme (this part lasted 15 minutes). Participants were
then asked to present the six photos they had selected to the rest of the group; as none of the
families had selected any photographs portraying negative impacts of the programme,
facilitators allowed them to share up to six photos concerning the positive aspects. Each
photograph was explored individually and then discussed among the participants. The
researchers used a script with semi-structured questions and encouraged the participants to
take a critical stance by framing their stories in terms of questions spelling the acronym
SHOWeD (Wallerstein, 1987): What do you See here? What’s really Happening here? How
does this relate to Our lives? Why does this problem or this strength exist? What can we Do
about this? The participants were also asked to reflect on their experiences of using
photovoice, including what difficulties they experienced, how they felt and whether they
found it an interesting experience. At the end of the evaluation session the participants
were thanked for sharing their thoughts and feelings and encouraged to contact the team
whenever they needed to.

Data analysis

The evaluation session was video-recorded, with the prior consent of the participants, and
later transcribed and submitted to thematic analysis. The process of categorisation was
based on the visual data (which provided information on non-verbal behaviours), the
transcripts and photographs. The researchers used an inductive approach, refraining from
conducting a formal review of the literature prior to data analysis as doing so may ‘bias the
researcher’s thinking and reduce openness to whatever emerges in the field’ (Patton, 2002,
p. 226). The analytical procedures recommended by Foster-Fishman, Nowell, Deacon,
Nievar, and Mccann (2005) were adopted: (i) all of the researchers read the transcript and
independently identified major themes; (ii) the themes were compared and discussed by the
team until agreement was reached; (iii) then the transcription was coded by two of the
authors; (iv) resulting themes were discussed again and areas of disagreement were
identified and resolved, creating a final coding scheme for the transcriptions. For each
emergent theme, the authors selected one verbatim extract and identified the photograph
that triggered most dialogue among participants as an exemplar of that theme. All of the
participants authorised, with written consent, the publication of their photos.

Results

All families only selected photos representing positive impacts of the programme, stating
that it only brought them good things. Each participant presented his/her own perceptions of
the positive impacts of the programme. However, all other participants agreed with each of
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these benefits, even when they had not identified them previously. Lively discussions took
place about each photograph with participants asking questions about each image in order
to get a better understanding (e.g. ‘Who is this?’; ‘What is this?’).

All photos (with the exception of one, which was taken in a coffee shop) were taken in the
participants’ homes. Thismay have been because proFamilies-dementia is centred on the family
and participants tried to capture a more familiar environment or because participants had
difficulty in leaving their homes, since they had to provide care for their relatives with dementia.

The reported positive impacts were organised into seven major themes: better emotional
management; family union and quality of life; increased awareness of self-care; better
understanding of the disease; normalisation of feelings; ability to perceive positive aspects;
and increased capacity to seek, ask and receive help.

Better emotional management

Five families (six photos) (see Figure 1) reported ‘better emotional management’, stating that
they learned more about how to deal with emotions, since they now had more patience, more
tolerance and a greater capacity for understanding, which made each of them experience
increased self-control.

I used to grumble a lot with my father [patient] when I was upset, because I need to find relief.
Now I act normally, I don’t show him I’m angry. [Family Dias1]
I was never a patient person, but now I’m more patient with my husband [patient]. I’ve learned

how to deal with situations that bother me. [Family Rodrigues]
The programme helped me to be more patient and more indulgent. I’ve acquired the ability to
control myself in difficult situations. [Family Costa]

Participants mentioned that they are now using some of the emotion-management
strategies they had learnt during the programme, and not only in situations related to the
disease, but in other situations of their lives.

I learned how to deal better with some situations: now, when I feel upset, I can calm down easily

and I try to understand the situation and reflect on it. [Family Santos]

Figure 1. ‘Dealing with it’.2
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Family union and quality of life

Three families (four photos) (see Figure 2) reported improved ‘family unity and quality of life’
mentioning that they now (i) spend more quality time with the patient and also with other
relatives (in particular their children and grandchildren); (ii) are more appreciative of the
support they received from their friends and relatives.

My family is closer now. My daughter and my grandson spend more time with me and go more
often to my house. [Family Rodrigues]

Our family became more united. [Family Costa]
Now I spend more time with my husband [patient] and I try to make him feel good. [Family Dias]
I took this picture to my mother to show her that she’s important to me. I tell her that she gives

me a lot of work and, by taking this photo, I wanted to show her that she helps me and that
I need her. [Family Santos]

Increased awareness of self-care

Although only two families pre-selected photos (three) (see Figure 3) concerning the
increased awareness of self-care, all the participants agreed with this impact during the
photovoice discussion and highlighted how important it was for them to be able to enjoy
their free time without guilt. This was promoted by the encouragement received in the
proFamilies-dementia group, where they could understand the relevance of self-care (if we
take care of ourselves, we’ll have more capacity to care for the others).

This picture represents a moment of relaxation and peace. My son was painting his sister’s nails
and my mother was watching television. We were all together, enjoying our time. I’ve realised
that self-care is very important. [Family Santos]

I’ve realised that the meetings with my sisters are very helpful for me. Our meetings are our
‘party recreation’: they are not too much, but they have quality, we can relax and enjoy our time.
[Family Dias]

Figure 2. ‘Family unity’.
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Better understanding of the disease

Two families (three photos) (see Figure 4) reported receiving information that had helped
them to understand the disease better, in particular they gained an understanding of (i) the
patients’ behaviour (such as forgetfulness or aggressiveness) and realised that no one was to
blame; (ii) how to communicate with the person with dementia, especially using touch
because they realised the importance of communication using the senses; (iii) the
importance of stimulation, and, as a consequence, they now encouraged the family
member with dementia to maintain their hobbies and pastimes and tried to do these
activities with them. Participants stressed the importance of having a medical doctor
explaining what dementia is and how it is manifested. As a result, they had developed an
improved sense of competence.

Now I touch my husband [patient] plenty of times, because I’ve learned that touch

is very important. I also learned that stimulation is important. Now I encourage my

Figure 4. ‘The touch’.

Figure 3. ‘A moment of relaxation and peace’.
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husband to walk. I know that he needs to move. I understand the disease better!

[Family Costa]
I understand now how to communicate with people with dementia. The folder I’ve
photographed symbolises the information I’ve acquired. [Family Dias]

Normalisation of feelings

Two families (two photos) (see Figure 5) emphasised the ‘normalisation of feelings’ that they
associated with the sharing of experiences in the psychoeducational group. In the group they
had the unique opportunity to share things they had never previously shared, for fear of
being misunderstood, even by their closest relatives and friends, The feelings they felt were
most important to share, and as a consequence, to feel relief from were feeling tired with their
situation; ticking off the person with dementia and then feeling guilty; feeling frustrated at not
having free time. The participants realised the importance of meeting other people who were
living through the same situation, because it reduced the feeling of ‘being on your own’ and
made them aware that ‘everyone has problems’.

We shared our feelings with no constraints and without fear of not being understood. The group
was sympathetic and gave me strength. [Family Dias]
Now I know that all of us have problems and it feels good to share them. [Family Rodrigues]

Ability to perceive positive aspects

One family (two photos) (see Figure 6) reported an increased ability to ‘perceive the positive
aspects’ of the caregiving circumstances they were going through. The family mentioned that

Figure 5. ‘The sharing’.
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it was almost impossible for them to find something positive before their participation in
proFamilies-dementia; afterward, they realised that finding the positive aspects made them
feel stronger and more able to cope with the situation. For instance, because one family was
caring for two parents with dementia, they identified that they received more visits from
other family members.

It was very difficult to find something positive concerning my situation. It’s hard to take care of

two people with dementia and it is even harder when those people are our parents, since we
watch them suffering. But now, I try to focus on something positive, such as the time I spend
with my sisters. [Family Dias]

Increased capacity to seek, ask and receive formal support

One family (one photo) (see Figure 7) mentioned an increased capacity to seek, ask for and
receive formal support, which reduced their stress level. Before the participation in
proFamilies-dementia this family thought that it was their obligation to care for the older
relative with dementia without any help. Now they felt comfortable asking for help,
especially because they were encouraged by the social worker, who explained the benefits
of having formal support. In addition, they now placed greater value on the support they
received from relatives.

I’ve realised that seeking help is not a bad thing. I think that I’ll ask for some formal support to
help me, such as home care services. [Family Rodrigues]

Figure 6. ‘The positive aspects’.
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Photovoice experience

Participants reported that they were initially surprised and curious about the proposal to
evaluate the proFamilies-dementia programme through photographs. At the beginning, they
were concerned about the difficulty of transforming abstract ideas into photographs.
However, after starting, they found this easier and saw it as a positive experience for the
following reasons: it enabled them to reflect on their caregiving situation and the
implications on their family life; it facilitated the sharing of testimonials among
participants; it allowed them to explore, interpret and communicate their feelings; it
forced them to leave their ‘self-indulgence’ and ‘self-pity’; it encouraged them to adopt a
more active role in representing themselves and the others and it gave them something to
recall, as they saw the photographs as a memory and a tribute of what they lived, felt and
learned during proFamilies-dementia.

When I was asked to photograph the impact of the programme, I had many doubts. But then it
was easy, I only had to think and shoot. Also, my sisters helped me. It was good to use this

method since it forced us to think and to leave our self-indulgence and self-pity, by encouraging
us to analyse our situation. [Family Dias]
It is so good to have these photographs with us. . . Every time I’ll look at them, I will remember

all of you and everything that we have shared here. [Family Santos]

Photovoice also offered participants an opportunity to dialogue about dementia in ways
they never had. Families reported that they had been constrained in talking about dementia
in their family before participating in proFamilies-dementia and that taking and looking at
pictures together effortlessly led to discussion about dementia within the family.

This is a good way to communicate to the others what we feel. . . it makes me feel good to look at
a photo and explore all the meanings it has to me. I even feel more comfortable to share talk
about some issues regarding dementia with my relatives. [Family Rodrigues]

Families clearly showed intentions to act, which is the most advanced stage of critical
consciousness (Freire, 2005). They were willing to help and share information with other

Figure 7. ‘Seeking help’.
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families who were in the same situation and they also expressed the intention of keeping in
contact with the families who participated in the programme.

This is my second family. I want to keep the contact with all of you. [Family Dias]

Discussion

Clinical significance of proFamilies-dementia

The evaluation of proFamilies-dementia using photovoice revealed only positive impacts of
the programme that seemed to describe its clinical significance in terms of the process of
going beyond illness, negativity and loneliness.

Living and caring at home for a relative with dementia turns family members’ focus onto
the illness (e.g. Rolland, 2009). The impacts revealed by the proFamilies-dementia
participants indicated that they could now go beyond an illness focus. For instance, they
were able to apply their enhanced emotional management skills to other areas of their lives,
revealing that the experience of the illness in the family could be used positively. They also
reported enhanced family unity and quality of life, appreciating the time they spent with
their family and with the person with dementia. In this way the illness was no longer an
obstacle to the quality of relationships within the family. Increased awareness of the
importance of self-care can be viewed as putting the illness in its place (Gonzalez,
Steinglass, & Reiss, 1989), because life is not only focused on the demand of the illness
but also on the family’s own well-being.

When a severe chronic disease arrives in a family’s life, negativity often results (Steinglass,
1998). Dementia is one of the most disturbing diseases in family life. This is due to the
ambiguous loss involved where the person with dementia is physically present but cognitively
and emotionally lost (Boss, 2007). In addition, caregiving tends to be more demanding in
dementia, involving daily 24-hour care with a person who may not be co-operative. It is
undeniable that some negativity will be involved, but relatives need to gain some sense of
competence in order to cope with the circumstances, and maintain a sense of well-being
(Steinglass, 1998). It seems that the participation in proFamilies-dementia allowed family
members to be more positive. For instance, the ability to apply the emotional management
skills to all areas of life was an example of one way in which people reported that good things
had come because the disease had occurred; participants directly mentioned ability to
perceive positive aspects, meaning they now feel stronger and more able to cope with the
situation.

When a severe disease, such as dementia, happens to a family there is a tendency for
the family to focus all of their attention inward (Combrick-Graham, 1985; Rolland,
2003), reducing or avoiding contact with the outside world, which may reinforce feelings
of loneliness and lack of support. This internal focus is, to some extent necessary, as
high family demands come to the fore. However, balance is required to prevent the
family from becoming too closed and isolated. It seems that the participation in
proFamilies-dementia allowed families to move beyond loneliness. Participants stated
that proFamilies-dementia allowed them to view their feelings as normal. By sharing
their feelings they found that they were not ‘alone’, and they gained increased capacity
to seek, ask for and receive support, which reduced their stress levels and their
isolation.
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It seems that understanding the disease is the first step toward all the other gains. This has
been reported as relevant in most severe chronic diseases (e.g. Chiquelho, Neves, Mendes,
Relvas, & Sousa, 2006), but it seems to be even more relevant in dementia, which is
emotionally and relationally more difficult to deal with, and which often goes
unrecognised and undiagnosed (e.g. we still listen to family members wondering if the
relative with dementia actually has a disease or is just being unkind) and socially
stigmatising.

Using photovoice to focus on the clinical significance of proFamilies-dementia allowed us
to capture the processes established in and by participants as a result of the programme. This
process involves a change of perspective and attitudes that transforms the way the family
and its members view themselves, their relative with dementia and others. It seems to be a
process of becoming individuals and families who are living with a stressful situation, as are
many other people and families.

Photovoice: relevance and the contributions

Photovoice was used as an evaluation method for capturing the clinical significance
participants gave to the proFamilies-dementia intervention. However, it proved to be
more than this, becoming an extension of the intervention itself as it encouraged
participants to remember and reflect on what the programme had meant to them. This
happens because photovoice is simultaneously a reflexive methodology (since it gives time
for people to think) and spontaneous (since it allows families to capture their ideas as they
arise). In this sense it empowers and serves both researchers’ and participants’ interests. In
particular, the photographs enabled researchers to view the world through the eyes of the
participants. This facilitated deeper knowledge of them and their reality, and enabled
researchers to capture insights that may not have been revealed through other means
(Palibroda, Krieg, Murdock, & Havelock, 2009). In contrast, traditional quantitative
evaluation methodologies are focused on specific predetermined outcomes (e.g. depression,
anxiety). This limits access to participants’ experiences beyond those considered relevant by
the researchers.

Photovoice may be considered a more person-centred approach, because it allows
families to specify what components of the intervention and which outcomes have been
most important to them. The use of group discussion allowed participants to identify
impacts that neither they nor the researchers had previously defined or anticipated. The
increased awareness of the importance of self-care is an example; although only two
families pre-selected photos regarding its importance, all the participants agreed with
this impact during the discussion and emphasised how important it was for them. The
impact of photovoice went beyond that usually anticipated. For instance, families
reported they were using some of what they had learned in other spheres of their
lives, beside the provision of care. Photovoice also forced participants to undertake a
deeper analysis of the significance of the programme, going beyond reporting the extent
of improvements (such as better stress management) and accounting for changes and
adjustment in their daily lives. Finally, photovoice enabled people to make their
reflections and emotional processing more concrete. The photographic images
embodied something of the intra-individual and familiar processes, allowing
participants to see ‘themselves from the outside’, and therefore to learn more about
themselves.

Guerra et al. 583

 at Library - Metropolitan State University on February 5, 2015dem.sagepub.comDownloaded from 

http://dem.sagepub.com/


Other advantages of using photovoice as a participatory tool to evaluate the clinical
significance of these type of programmes were noted: (a) it facilitated participants’ ability
to express their feelings and thoughts, since photos served as stimulators, promoting the
dialogue and the expression and sharing of ideas; (b) it encouraged discussion as participants
always wanted to know more about each photo; (c) it provided common ground amongst a
group of people who were heterogeneous in terms of socioeconomic background, helping all
members to share and gain valuable insights and understanding of important issues; (d) it
reinforced the bond between participants, as they shared intimate topics in a supportive
environment that made them feel safe and comfortable; (e) it improved their interactions
with other family members, since they were involved in the process of taking photos
(e.g. participants asked them for help to take the pictures); (f) it promoted the search for
positive meanings and behaviours, giving continuity to the competences promoted by the
programme. This is especially relevant when it is anticipated that the care recipients’ clinical
situation will worsen and because palliative coping, which is focused on the emotions and on
reformulating the process, is known to be more effective than trying to solve a situation that
has no solution (Belsky, 1999; Nolan, Grant, & Keady, 1998).

This methodology also has some disadvantages and difficulties. The use of this method
did not lead to the identification of any negative impacts. This may be due to several
factors: (a) participation in proFamilies-dementia was a unique experience in the
participants’ lives. It was the first time they had received any special attention centred
on their role as caregivers of a relative with dementia and this may have encouraged
participants to focus only on the positive elements; (b) the photography is a tool for
self-expression and photographing can constitute a ‘therapeutic’ experience per se; (c)
people may be culturally biased toward taking photographs which highlight positive
aspects that are worth celebrating and memorialising in photographs; (d) there may also
be a memory bias, such that certain aspects of the programme lend themselves more to
being photographed than others.

The main limitation of this method seems to be with data analysis, which, as in most
qualitative methods, is a lengthy process that requires thorough attention to detail.
Researchers must be very attentive to every detail of the participants’ photos,
conversations and behaviours, in order to interpret what they intend to convey. Some
authors suggest that it is relevant to involve participants in data analysis (Sousa, Silva,
Marques, & Santos, 2009), which did not occur in our research, but may be a relevant
addition to future studies.

The contributions of this research to the development of programmes in the field
of dementia caregiving

Our experiences with proFamilies-dementia and the use of photovoice to evaluate its clinical
significance leads us to make recommendations for the design of future programmes and
evaluations: (a) families may benefit from using the photovoice method during the
programme (for instance, introducing it as an exercise early in the programme) to help
them get used to the method and develop their skills in using photography to convey
meaning; (b) families should be specifically encouraged to take pictures in all contexts, to
capture the spontaneity of thought and to acknowledge the wider impact; (c) facilitators can
explore the impact of the programme on the non-participant family members in order to
evaluate the indirect impact.
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Conclusion

ProFamilies-dementia responds to the needs of families caring at home for a relative with
dementia, in particular by facilitating the process of going beyond a focus on illness,
negativity and loneliness. Photovoice appears to be a useful method for capturing and
extending this process, by facilitating participants’ engagement in an ongoing reflection
process about their experiences. This empowered participants, and contributed to the
development and strengthening of positive behaviours and thoughts. As an evaluation
research method, photovoice provides in-depth data and the potential for bringing out
additional information that might not emerge during traditional interviews or focus group
discussions. Overall, this methodology is an excellent tool for examining the impact of
participatory methods on participants, as it combines a variety of techniques that engage
participants in ongoing reflection about their world (Foster-Fishman et al., 2005). These
results underline the relevance of integrating new research approaches in clinical settings to
increase our understanding of the contextual processes related to expected outcomes
(Baum, 1995).
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