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Overview 

This thesis addresses computer-mediated interventions for carers of people 

with dementia and is comprised of three parts.  

Part 1 is a literature review of computer-mediated interventions for carers of 

people with dementia. It systematically reviews research studies in this field 

published after January 2000.   

Part 2, the empirical paper, is a mixed-methods evaluation of Talking Point, 

the UK Alzheimer’s Society’s online peer support forum for carers of people with 

dementia. Changes in new users’ depression, anxiety and quality of the relationship 

with the person with dementia are examined over a 12 week period, and follow-up 

qualitative interviews are conducted with eight participants.  

Part 3 is a critical appraisal of, and reflection on, the research and the manner 

in which it was conducted. It focuses on the following areas: issues in the evaluation 

of interventions for carers of people with dementia; the challenges of conducting 

research in a non-face-to-face context; the interview process; the extent of 

conclusions that can be drawn from the research and; future research.   
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Abstract 

Aims: Caring for a friend or relative with dementia is a burdensome and stressful 

experience. A range of psychosocial interventions have been developed to support 

such carers, and more recently some of these interventions have been delivered by 

computer. This systematic review aims to evaluate the effectiveness of computer-

mediated interventions for carers of people with dementia.   

Methods: Databases and reference lists were searched for papers published between 

January 2000 and September 2012 that evaluated the effectiveness of computer-

mediated interventions for carers of people with dementia. Thirteen empirical studies 

were identified and evaluated. 

Results: Empirical studies described and evaluated a wide range of complex and 

multi-faceted interventions. This made direct comparison of studies difficult. 

Overall, evidence for such interventions is mixed but generally positive.   

Conclusions: This review found evidence to support the effectiveness of computer-

mediated interventions for carers of people with dementia. Future research studies 

could benefit from being of higher quality, for example with more clearly defined 

aims, having a control groups and having adequate levels of power, and multi-

method in their approach in order to tap into a greater range of factors of importance 

to carers.  
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Introduction 

The wellbeing of informal carers of people with dementia is an important 

public health issue. There are currently about 750 000 people in the UK with 

dementia (Alzheimer’s Society, 2011). Some live in residential care, but many are 

cared for at home by a relative or friend. Caring for an elderly relative with disability 

is burdensome and stressful, and negatively affects the carer’s social, family and 

professional life (Schulz, O’Brien, Bookwala & Fleissner, 1995). Carers of people 

with dementia frequently report feelings of isolation and inadequate social support 

(Stoltz, Udén & Willman, 2004). The risk of anxiety and depressive disorders is 

increased (Schulz & Martire, 2004). The combination of loss, the physical demands 

of caregiving, prolonged distress, and biological vulnerabilities of older carers may 

also compromise their physical health (Schulz & Martire, 2004) and mortality 

(Schulz & Beach, 1999). Thus, their ability to function as carers can be 

compromised. The carer-patient relationship can affect the progress of the dementia, 

with evidence that high levels of expressed emotion are predictive of increased 

negative behaviours in the person with dementia over time (Vitaliano, Young, Russo, 

Romano & Magana-Amato, 1993). 

Support for carers of people with dementia 

There exists a range of support interventions for carers of people with 

dementia to counteract these problems. Interventions can broadly be divided into two 

categories: those aimed at providing information and improving the carer’s wellbeing 

and coping skills (for example, psychoeducational interventions and support groups); 

and those aimed at reducing the objective amount of care provided by carers (for 

example, interventions that improve the patient’s competence in daily activities) 

(Michon, Weber, Rudhard-Thomazic & Giannakopoulos, 2005). While not all 
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interventions can be neatly delineated, this review is primarily concerned with the 

former category.  

Beauchamp, Irvine, Seeley and Johnson (2005) note that the most effective 

interventions have multiple components, addressing two or more of the following: 

knowledge (generally about dementia, and also available community resources); 

affect (for example, management of the carer’s emotions); cognitive skills (for 

example, problem solving); and behavioural skills (for example, ability to access 

social support). Pusey and Richards (2001) conducted a systematic review of 30 

controlled studies of psychosocial interventions for carers of people with dementia. 

Psychosocial interventions were defined as “interpersonal interventions concerned 

with the provision of information, education, or emotional support together with 

individual psychological interventions addressing a specific health and social care 

outcome” (Pusey & Richards, 2001, p.108). While they found the overall 

methodological quality of the studies to be poor, they found that individualised 

interventions that utilised problem solving and behaviour management demonstrated 

the best evidence of effectiveness. Thompson et al.’s (2007) systematic review of 

information and support interventions for carers of people with dementia found little 

evidence that interventions aimed at supporting and/or providing information to 

carers of people with dementia were uniformly effective. Their systematic review 

found evidence that group-based supportive interventions impacted positively on 

psychological morbidity, though cautioned that the clinical significance of this 

finding should be interpreted tentatively. They found no evidence for the 

effectiveness of any other form of intervention on a range of physical and 

psychological health outcomes.  
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Non-traditional support for carers of people with dementia 

The commitments of caring and other logistical issues, such as living in a 

remote rural area, can make accessing interventions or other services problematic. 

Colantonio, Cohen and Pon (2001) note that there is evidence suggesting that uptake 

of traditional face-to-face dementia services, both for patients and carers, has been 

low. While some modestly effective psychosocial interventions have been designed 

for carers of people with dementia, these interventions can be hard to access (Bank, 

Argüelles, Rubert, Eisdorfer & Czaja, 2006). Time constraints, lack of respite care, 

transport issues and health issues have been identified as reasons why carers often do 

not engage in the face-to-face support services that are available (Galinsky, Schopler 

& Abell, 1997). 

Colantonio et al. (2001) found that carers of people with dementia showed 

“great interest” in support services other than traditional face-to-face support groups, 

for example, telephone support, newsletters and computer services. Increasingly, 

non-traditional (non-face-to-face) forms of support for carers of people with 

dementia are being developed, and there is a growing body of research into such 

interventions. Some of these non-traditional interventions are similar to more 

traditional interventions, and only vary in the medium through which they are 

delivered. For example, cognitive behaviour therapy (CBT), which is traditionally 

delivered in a face-to-face context, can also be delivered over the telephone (see, for 

example, Glueckauf et al., 2007; Wilz & Schinköthe, 2011) and educational sessions 

that were traditionally delivered face-to-face can also be delivered on video or DVD 

(see, for example, Gant, Steffen & Lauderdale, 2007). In other instances, however, 

non-traditional mediums open up a range of new possibilities for the way in which, 

and the extent to which, carers can be supported. For example, one way in which 
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internet support groups can go beyond more traditional face-to-face groups is that 

people are able to support one another twenty four hours a day, seven days a week. 

Individuals who are physically distanced from one another can communicate through 

internet support groups. This is particularly helpful for individuals who are 

physically isolated or experiencing uncommon problems (White & Dorman, 2001).  

Evaluating carer support interventions 

Evaluation of carer support interventions is problematic. Standardised 

assessment of interventions remains challenging due to the diversity of aims and 

outcomes measured. Gallagher-Thompson and Coon (2007) note that numerous 

reviews have “failed to identify any one consistently effective method for reducing 

distress or improving psychological well-being in family caregivers of cognitively 

impaired older adults”. Michon et al. (2005) argue that research in carer intervention 

outcomes is frequently lacking in focus, with a lack of designed interventions and 

theoretically driven outcome measures. They note that sample sizes are too small to 

reach statistical significance, control groups are often lacking, descriptions of 

proposed interventions are vague, and instruments are not sensitive enough to 

identify significant changes after treatment. This can make the development of 

effective support for carers of people with dementia challenging.  

Previous reviews 

Powell, Chiu and Eysenbach (2008) conducted a systematic review of 

networked technologies supporting informal carers of people with dementia. They 

identified 15 papers published up to August 2007 that described five different 

interventions. They found that the interventions were multifaceted, with inconsistent 

outcomes, but suggested that the interventions had moderate effects on improving 

carer stress and depression. It was found that treatment effects varied with carer 
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characteristics such as ethnic group, formal support and baseline burden. This review 

was published as a brief descriptive report, and its evaluation of studies is therefore 

limited. In addition, with the rapid development of the internet and other computer 

technologies, it is somewhat outdated. 

A recent French review (Wu, Faucounau, de Rotrou, Riguet & Rugaud, 2009) 

looked at studies of information and communication technology interventions 

supporting carers of people with dementia. Sixteen papers concerning nine 

intervention programmes (internet and telephone interventions) were described, 

without a critical analysis or comparison of studies, and with limited conclusions 

drawn.  

Aims of this review 

Computer-mediated interventions for carers of people with dementia is a 

growing area and a wide range of different interventions have been developed in 

recent years. In order for future interventions to be as effective as possible, and to 

ensure that service providers are aware of the relative strengths and weaknesses of 

different interventions, it is important for research into this area to be critically 

evaluated. This review therefore asks the question: how effective are computer-

mediated interventions for informal carers of people with dementia? 

  Method 

Criteria for the inclusion and exclusion of studies  

Studies had to meet several criteria in order to be eligible for inclusion. 

1. The study must relate to computer-mediated interventions. This could 

include DVDs, CD-ROMs, the internet, or computer programs, but excludes studies 

that exclusively consider the telephone. The intervention does not need to 

exclusively be computer-mediated, but this must be the main part of the intervention.   
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2. Interventions must include therapy, professional or peer support 

programmes, educational or information programmes. They must not primarily be 

technologies such as surveillance or GPS to assist carers in their role. 

3. Carers in studies must be informal, that is, they must not be paid carers 

such as nursing home staff.  

4. Studies must include dementia as the diagnosis of the person being cared 

for, but do not have to be limited to it.  

5. Studies must use at least one quantitative measure to assess the outcome of 

the intervention on carer wellbeing, ability to cope, or knowledge. These measures 

do not need to be standardised, and can be questionnaires asking for users’ views of 

the effects of the intervention. Studies using only questionnaires that consider 

features of the intervention, such as its convenience, user-friendliness or 

accessibility, would be excluded. 

6. Studies can be randomised-controlled trials, pre and post-test studies with 

or without a control group, or post-test only studies with or without a control group.  

7. Studies must be peer reviewed journal articles, written in English, 

published between January 2000 and September 2012. 

Literature search strategies 

PsychINFO, MEDLINE and CINAHL Plus were searched for articles from 

January 2000 to September 2012. The lower limit was placed because this review is 

focused on current technologies.  

The literature search used keywords and thesaurus searches. Keyword 

searches were organised into four concept areas and were conducted as follows:  
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computer* OR DVD* OR internet* OR network* OR technolog* OR ICT OR 

online* OR CD-ROM* 

AND 

intervention* OR train* OR therap* OR support* OR treatment* 

AND 

carer* OR caring * OR caregiv* OR family* OR families* OR parent* OR mother* 

OR father* 

AND  

dement* OR Alzheimer* 

 

The searches of PsychINFO, MEDLINE and CINAHL Plus databases 

generated 262, 708 and 248 papers respectively. After de-duplication, there were 948 

papers.  

All titles and abstracts of the 948 papers were examined to see whether they 

met inclusion criteria. Thirty-one papers could not be excluded on the basis of title 

and abstract alone. These 31 papers were read in full.  

Eighteen of these 31 papers were excluded. Seven studies were excluded 

because it was not apparent from the title or abstract whether the intervention was 

computer-mediated, but further investigation revealed that it was not. Five were 

excluded because the evaluation of the intervention was limited to anecdotal reports, 

qualitative interviews, and/or usage or intervention acceptability information. One 

paper was a literature review, one study was a description of an intervention, one was 

a research proposal, one was a study into how important people perceived elements 

such as social support to be, one was a meta-analysis, and one investigated whether 

older carers were able to complete standardised questionnaires. Where there was a 
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query about a paper’s eligibility for inclusion, two other experienced researchers 

were consulted in order to reach consensus according to inclusion criteria.  

This left a total of 13 papers for inclusion in the review. See Figure 1 for a 

flow diagram of inclusion and exclusion of papers in this review. In two instances, 

two papers reported results from the same research study (Chiu et al., 2009; Chiu & 

Eysenbach, 2010; also Glueckauf, Ketterson, Loomis & Dages, 2004; Glueckauf & 

Loomis, 2003). For the purpose of clarity, when these studies are referred to, Chiu et 

al. (2009) and Glueckauf and Loomis (2003) will be referenced.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 1: Flow diagram of studies included and excluded  
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Searching other resources 

Reference lists of the papers included in this review, as well as reference lists 

from Powell et al. (2008) and Wu et al. (2009), were examined to see whether any 

additional papers were eligible for inclusion. This led to four further papers being 

examined, yielding two additional papers (Magnusson, Hanson & Nolan, 2005; 

Marziali & Donahue, 2006). The reference lists of these papers were also searched, 

leading to one further paper being examined, but no further eligible studies were 

identified.  

Quality assessment 

The quality of each study was evaluated using Downs and Black’s (1998) 

checklist for the assessment of the methodological quality of both randomised and 

non-randomised studies of healthcare interventions (see Appendix 1). In light of the 

nature of the studies being evaluated, several items on the checklist were not relevant 

(items 8, 13, 14 and 19), and were therefore excluded from the assessment. For 

example, item 14 asked whether any attempt was made to blind study subjects to the 

interventions that they received, which is not relevant for most psychological 

intervention studies. Item 27, which relates to the power of studies, was modified so 

that a study scored 1 if a power calculation was specifically referred to and the study 

had adequate power to detect a statistically significant effect, and scored 0 if the 

study was underpowered, or a power calculation was not reported. Table 1 

summarises the items from Downs and Black’s (1998) checklist. Please see 

Appendix 1 for more details of scoring criteria and excluded items. 
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Table 1: Items from Downs and Black’s (1998) quality assessment checklist that were used 

in this review 

Results 

A total of 15 papers met criteria for inclusion. Because of study repetition 

across two pairs of papers, this means that 13 empirical studies are evaluated. Many 

papers describe mixed methodology studies, for example, a qualitative evaluation of 

a programme as well as a quantitative evaluation. This review is only concerned with 
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those sections of research studies that meet inclusion criteria, and does not comment 

on, for example, qualitative components of studies. Table 2 provides a summary of 

the 13 studies. 
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Table 2: Study Characteristics 
 

 
Author and 
date 

 

 
Participants 

 
Initial 
sample 
size* 
 

 
Intervention 

 
Aims of study 

 
Measures 

 
Design  

 

 
Principal findings 

Beauchamp et 
al. (2005) 

Employed family 
carers in USA 

 

325 Worksite-based internet 
multimedia programme: 

“Caregiver’s Friend: Dealing 
with Dementia”. Programme 
provided text materials and 
videos that modelled positive 
caregiving strategies. 30 days 
exposure.  
(Control: wait list) 

Can exposure to the 
programme: 

a) improve carer 
appraisals?; 
b) increase the use of 
constructive coping skills?; 
c) reduce the negative 
outcomes of depression, 
anxiety and strain?; 
d) increase positive 

perceptions of caregiving? 
 

Items used from:  
CES-D;  

STAI;  
CSI;  
PAC 

Pretest-
posttest 

RCT; 
Follow up at 
end of 
intervention 
 

Treatment group reported greater 
gains with respect to measures of 

self-efficacy, intention to get 
support and caregiver gain, and 
reductions in carer stress, strain, 
depressive symptomatology, and 
state anxiety^.  
 

Chiu et al. 
(2009) 
 

Chinese Canadian 
family carers of 
elderly patients 
with Alzheimer’s 
disease and related 
dementias 

35 Internet-based Caregiver Support 
Service (ICSS): An online carer 
information handbook, and 
exchange of e-mails between 
caregivers and Chinese 
professional clinicians 
(occupational therapists). 

6 months access. 
 

To explore usage 
behaviour associated with 
outcomes and to evaluate 
effects of participation in 
ICSS on carer health 
outcomes 

BSFC Single 
group 
pretest-
posttest. 
Follow up at 
end of 
intervention.  

Non-users had an increase in 
perceived burden post-
intervention, while frequent users 
had a decrease of burden score^.  
 

Eisdorfer et al. 
(2003) 

Cuban American 
and White 
American family 
carers of people 
with Alzheimer’s 
Disease and related 

dementias 

225 Part of the REACH (Resources 
for Enhancing Alzheimer’s 
Caregiver Health) programme.  
3 conditions: 
a) structural ecosystems therapy  
b) structural ecosystems therapy 

+ computer-telephone 
integration system 
c) minimal support condition  
12 month interventions. 
 

To examine the efficacy of 
the two interventions 
across Cuban American 
and White American carers 
and to examine the 
efficacy of the 

interventions over time. 
To explore the differential 
effects of the treatment 
across varying carer-care 
recipient dyads.  

CES-D  Pretest-
posttest 
RCT; 
measures at 
baseline, 6, 
12 and 18 

months. 
 

Carers in condition (b) 
experienced reduction in 
depressive symptoms at 6 months 
relative to other conditions^. 18 
month follow up indicated the 
intervention was particularly 

beneficial for Cuban American 
husband and daughter carers^.  
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Finkel et al. 
(2007) 

Family carers of 
dementia patients 

46 Provision of information about 
dementia and community 
resources and strategies to 
enhance safety, communication, 
self-care, social support, and 
management of problem 
behaviours – delivered through 
the customised Computer-

Telephone Integration System.  
6 month intervention.  
(Control: information only) 
 

Evaluate intervention  
effectiveness  

CES-D;  
3 questions 
assessing the 
primary domains 
of the RMBPC;  
modified version 
of CHHBS;  
a Received Social 

Support Scale 
from the ISSB 
 

Pretest-
posttest 
RCT; 
6 months 
follow up  

Carers in intervention condition 
reported a decrease in burden post 
intervention^, and those who 
evidenced high depression at 
baseline experienced a decline in 
depression^.  

Gallagher-
Thompson et 
al. (2010) 

Chinese American 
carers living in the 
San Francisco Bay 
area 

70 CBT skill training programme 
delivered on a DVD (plus 
workbook).  
12-16 week intervention.  

(Control: general educational 
DVD programme on dementia, 
plus written materials to 
supplement) 

Hypothesis – that the skill 
training DVD treatment 
would be more effective 
than the educational DVD 

in reducing conditional 
bother, increasing positive 
affect, and reducing other 
negative symptoms of 
depression.  

CES-D;  
RMBPC;  
Programme 
evaluation 

questionnaire 

Pretest-
posttest 
RCT; 
follow up 

16 weeks 
after 
baseline. 

The two interventions did not 
differentially affect level of 
depressive symptoms; positive 
affect subscale score of CES-D 

increased more for those in skill 
DVD group^. Reaction to 
problems decreased in skill DVD 
group^. Both groups reported the 
intervention improved their 
confidence and skills in caring, 
with the skill DVD group 
generally reporting greater gains.  
 

Glueckauf and 
Loomis 
(2003) 

Carers of 
individuals with 
progressive 
dementia from 
Maryland, Florida 
(bar one) 

40 Alzheimer’s Caregiver Support 
Online (AlzOnline) – an 
internet- and telephone-based 
education and support network 
for carer of individuals with 
progressive dementia.  
16 week intervention on average.  

Initial program evaluation 
of AlzOnline’s Positive 
Caregiving Classes. 
Objectives: To assess the 
impact of the programme 
on the psychosocial 
functioning of carer 
participants, particularly 

their perceptions of self-
efficacy, emotional 
growth, and burden from 
the caregiving experience.  

CSES;  
SRGS;  
CAI 
 

Single 
group 
pretest-
posttest 

Participants reported pre- to post-
class increases on all 3 CSES 
subscales, and concomitant 
decreases in subjective carer 
burden^. There were substantial 
improvements in their perceptions 
of self-efficacy in performing 
routine caregiving duties and 

managing challenging care 
recipient behaviours, and their 
appraisals of the emotional 
caregiver burden from pre- to 
post-testing phase^.  
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Lewis et al. 
(2010) 

Carers of people 
with dementia in 
USA 

63 Internet-Based Savvy Caregiver 
(ISBC) – an internet-based 
psychoeducational programme 

To establish feasibility and 
acceptability of 
programme 

Follow-up 
questionnaire 

Single 
group 
posttest 

Participants found the programme 
educational, convenient, useful, 
and interesting. They endorsed 
feeling more confident in caring 
skills and communication with 
their family.  
 

Mahoney et 

al. (2003) 

Family carers of 

people with 
Alzheimer’s 
Disease in USA 
 
 
 
 

100 Part of the REACH (Resources 

for Enhancing Alzheimer’s 
Caregiver Health) programme. 
Technology intervention –access 
to a computer-mediated 
automated interactive voice 
response (IVR) intervention. 
12 month intervention.  
(Control: usual care) 

 

To investigate whether this 

system could reduce stress 
associated with caring for 
a family member with 
Alzheimer’s related 
disruptive behaviours.  

RMBPC;  

SAI;  
CES-D 

Pretest- 

posttest 
RCT; 
measures at 
baseline, 6, 
12 and 18 
months.  

Participants with lower mastery at 

baseline showed improvement in 
bother, anxiety and depression^. 
Wives showed a reduction of the 
bothersome nature of caregiving^.  
 
 

Magnusson et 
al. (2005) 

Family carers of 
older people in two 
municipalities in 
the west of 
Sweden. Carers: 16 
stroke, 5 dementia, 
5 diabetes and 
various other 

 

34   Swedish ACTION (Assisting 
family Carers using Telematics 
Interventions to meet Older 
persons’ Needs) project: An ICT 
service providing carers with 
information, education and 
support. 
Intervention ranged from 3 

months to 1 year.  
 

Programme evaluation Modified version 
of the PREP 
evaluation 
questionnaire 
 

Single 
group 
posttest 

The intervention had a moderately 
positive effect on the 
preparedness, rewards and 
satisfaction of caring. 

Marziali and 
Donahue 
(2006) 

Family carers in 
Canada of older 
adults with 
neurodegenerative 
diseases 
(Alzheimer’s; 

stroke-related 
dementia; 
Parkinson’s) 

66  
 
 
 

“Caring For Others” intervention 
programme. Intervention group 
received computers and access to 
a website with links to 
information, e-mail and threaded 
discussion, video-conferencing 

link ( 10-session manual-
guided psychosocial support 
group facilitated by a group 
therapist, followed by 12 
additional online sessions 
facilitated by a group member). 

To evaluate the effects of 
the intervention on carers 

HSQ-12;  
CES-D;  
a measure 
requiring carers to 
endorse 
presence/absence 

of activities of 
daily living and 
instrumental 
ADLs performed 
for care recipient, 
rating degree of 

Pretest- 
posttest 
RCT; 
measures at 
baseline and 
6 month 

follow up  

Intervention group experienced a 
decline in stress^. 
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22 week intervention.  
(Control: no intervention) 
 

stress for each; 
RMBPC;  
MSPSS 
 

Marziali and 
Garcia (2011) 

Canadian carers 
(French and 
English speaking) 
from 3 cities 

91 Two internet interventions: a 
text-based chat group (including 
access to a carer information 
handbook and 6 videos on 

managing caregiving tasks); and 
video conferencing 
psychotherapeutic support group 
intervention facilitated by a 
clinician, plus access to a carer 
information handbook.  
6 month intervention for chat 
group; 

20 week intervention for support 
group. 
 

To examine the impact on 
dementia carers’ 
experienced stress and 
health status  

HSQ-12;  
CES-D;  
SMAF  

Two group 
pretest-
posttest, 
with follow 

up at 6 
months 

In contrast to the chat group, the 
video group showed greater 
improvement in mental health 
status^.  

Rosen et al. 
(2003) 

Family members 
(“primary decision 
makers”) of 
nursing home 
residents with 
dementia living in 

nursing homes 
around Pittsburgh, 
Pennsylvania, 
USA.  
 

18 Computer-based education on 
dementia, agitation/aggression, 
and carer stress. 
45 minute intervention.  

To enhance family 
participation in nursing 
home care 

Knowledge 
questionnaire  
 

Single 
group 
pretest-
posttest  

Knowledge of the key principles 
of dementia care improved^.  
 

Torp et al. 
(2008) 

Elderly (≥60 years 
old) spousal carers 
of people with 

diagnosis of 
dementia or stroke, 
in Norway, who 
were computer 
novices.  
Carers: 14 cerebral 

19  
 

Training for carers on how to use 
and collect information from the 
Internet. All computers were 

connected in an online 
discussion forum. Also 
videophone contact between 
participants. Call centre run by 
professionals who provided 
support on use of ICT, and 

To explore whether use of 
ICT by informal carers of 
frail elderly people living 

at home would enable 
them to gain more 
knowledge about chronic 
illness, caring and coping, 
establish an informal 
support network, and 

FFCS;  
a measure of 
social support;  

RSS;  
GHQ-20; 
questions about 
ICT use and 
knowledge about 
chronic disease 

Single 
group 
pretest-

posttest with 
measures at 
baseline and 
12 months 

Carers reported extensive use of 
the ICT service. After the 
intervention, they had more social 

contacts and increased support and 
less need for information about 
chronic illness and caring^.  
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stroke, 5 dementia advice and support regarding 
participants’ caring situation.  
12 month intervention.  

reduce stress and related 
mental health problems.  

and caring 
 

^Statistically significant at p<0.05  
*i.e. sample size at the start of the study, before any participants dropped out 
 CES-D=Center for Epidemiologic Studies-Depression scale; STAI=State-Trait Anxiety Inventory; CSI=Caregiver Strain Instrument; PAC=Positive Aspects of Caregiving; BSFC=Burden Scale 
for Family Caregivers; RMBPC=Revised Memory and Behaviour Problems Checklist; CHHBS=Caregiver Health and Health Behaviours Scale; ISSB=Inventory of Socially Supportive 

Behaviours; CSES=Caregiving Self-Efficacy Scale; SRGS=Stress-related Growth Scale; CAI=Caregiver Appraisal Inventory; SAI=State Anxiety Inventory; HSQ-12=Health Status 
Questionnaire 12; MSPSS=Multidimensional Scale of Perceived Social Support; SMAF=Functional Autonomy Measurement System; FFCS=Family and Friendship Contacts Scale; 
RSS=Relative Stress Scale; GHQ-20=General Health Questionnaire 20 
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Interventions  

Many interventions for carers of people with dementia include a range of 

components, and indeed it is suggested that such interventions are more effective 

than single component interventions (Beauchamp et al., 2005; Sörensen, Pinquart & 

Duberstein, 2002). The studies considered in this review reflect this trend, and many 

described multi-component interventions.  

The aims of interventions tended to be to reduce carer distress, and increase 

carers’ competence in caregiving. One study had the aim of enhancing family 

participation in nursing home care (Rosen et al., 2008). Four studies were described 

as pilot studies or feasibility studies (Marziali & Donahue, 2006; Marziali & Garcia, 

2006; Rosen et al., 2003; Torp et al., 2008). Some studies were not described as pilot 

studies but nonetheless involved the development and evaluation of a new computer-

mediated intervention for informal carers of people with dementia (for example, 

Chiu et al., 2009; Glueckauf & Loomis, 2003), highlighting the fact that computer-

mediated interventions are a growing area in dementia carer support.  

The 13 studies investigated a range of interventions. While each intervention 

had at least some computer-mediated delivery, many also included other 

components. Research suggests that in order for carer interventions to be effective 

they may need to be multicomponent in their nature (Beauchamp et al., 2005), but 

this does mean that careful study design is required in order to separate out which 

components of an intervention are effective, or how they work in combination to 

offer an effective intervention to carers.  

Six papers described interventions that included the ongoing involvement of a 

professional.  One paper described a study comparing two interventions: one which 

included professional involvement and another which did not. Five papers described 
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interventions that, once set up, did not require the ongoing involvement of a 

professional. Magnusson et al. (2005) described ACTION, a Swedish intervention 

which was an ICT-based service providing carers with information, education and 

support in their caring role, though it is not clear whether professionals had a role in 

the ongoing delivery of the intervention, as it is not well described.  

In only one study did it seem that the intervention was continued after it was 

evaluated (Torp et al., 2008). This is somewhat surprising, given that one of the 

benefits of computer-mediated interventions, particularly those that make use of the 

internet, is that they can be used on an ongoing basis. Individual interventions varied 

in terms of the intensity of input over the time period that they were offered. 

Sometimes this was purely due to the amount that participants chose to make use of 

the intervention or service, and in other instances it was because of the designed 

intensity of the intervention, such as weekly online support groups (Marziali & 

Garcia, 2011). 

Quality assessment 

The quality of each study was evaluated using Downs and Black’s (1998) 

checklist for the assessment of the methodological quality of both randomised and 

non-randomised studies of healthcare interventions. Table 3 shows the results of this 

quality assessment, showing domain scores and total scores for each study. Each 

study could achieve a score between 0 and 24, with higher scores indicating better 

quality studies. Studies ranged in quality, achieving scores between 5 (Magnusson et 

al., 2005) and 21 (Mahoney et al., 2003).  
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Table 3: Quality assessment of studies 

 
Author and 

date 

Reporting 

 

 

 

 
Max = 10 

External 

validity 

 

 

 
Max = 2 

Internal 

validity – 

bias 

 

 
Max = 5 

Internal 

validity – 

confounding 

(selection 

bias) 
Max = 6 

Statistical 

power 

 

 

 
Max = 1 

Overall 

quality 

 

 

 
Max =  24 

 

Beauchamp et 

al. (2005) 
 

 

10 

 

1 

 

4 

 

5 

 

0 

 

20 

Chiu et al. 

(2009) 
 

7 0 3 2 0 12 

Eisdorfer et al. 

(2003) 
 

9 1 4 4 0 18 

Finkel et al. 

(2007) 
 

8 0 2 3 0 13 

Gallagher-

Thompson et 

al. (2010) 
 

10 1 3 4 0 18 

Glueckauf and 

Loomis (2003) 
 

7 0 3 0 0 10 

Lewis et al. 

(2010) 
 

7 0 2 0 0 9 

Mahoney et al. 

(2003) 
 

10 1 5 5 0 21 

Magunsson et 

al. (2005) 
 

3 0 2 0 0 5 

Marziali and 

Donahue 

(2006) 
 

7 0 2 3 0 12 

Marziali and 

Garcia (2011) 
 

8 0 3 3 0 14 

Rosen et al. 

(2003) 
 

6 0 1 1 0 8 

Torp et al. 

(2008) 
 

7 0 4 0 0 11 

 

Design 

Initial sample sizes ranged from 18 (Rosen et al., 2003) to 325 (Beauchamp et 

al., 2005), with a range of dropout rates. Dropout rates are an important issue as high 

dropout rates undermine study validity, and also raise questions about the 

acceptability of interventions to participants. Although a number of papers reported 



28 
 

whether or not the characteristics (such as age and baseline depression score) of 

those who dropped out of the research were different to those who did not, only one 

study conducted an intention to treat analysis of results (Chiu et al., 2009) and one 

interpolated 18 month follow up scores where data was available (Eisdorfer et al., 

2003).  

No study provided a power calculation, and several authors noted that their 

study was likely to be underpowered. This is unfortunate, as it raises questions about 

whether non-significant results were in fact due to a Type II error. Several studies 

with small sample sizes used qualitative interview data alongside quantitative data in 

order to add information about participants’ experiences of the intervention (for 

example, Magnusson et al., 2005; Torp et al., 2008), although this material is not 

evaluated in this review.  

A common weakness in studies was that follow-up periods were short; 

typically follow-up took place at the termination of the intervention. Reporting of 

follow-up periods was often not present or was ambiguous, and only Mahoney et al. 

(2003) and Eisdorfer et al. (2003) described follow-up periods that extended beyond 

the end of the intervention. Short follow-up periods mean that the longer term effects 

of the interventions on carers cannot be evaluated.  

Measures and outcomes 

Most studies used a large number of outcome measures. This is advantageous 

because interventions for carers of people with dementia often target a range of areas 

such as carer mood, caring skills and carer burden, and it is important to understand 

the effects of an intervention on all the areas that they aim to target. However, in 

several studies, the use of a large number of measures led to selective reporting of 

results and data dredging (for example, Finkel et al., 2007; Marziali & Donahue, 
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2006), and it was not always made explicit why certain measures were selected as 

outcome measures. The range of measures used in studies raises questions about 

what constitutes “effectiveness”, since there are so many possible domains that can 

be evaluated. 

Studies used a wide range of carer self-report measures to evaluate 

interventions, and most studies used more than one outcome measure. The review of 

findings of studies is grouped according to outcomes measured. 

Mood and mental health 

 Eight studies used measures of mental health, which included measures of 

depression, anxiety, and also measures looking at carer mental health more broadly.   

 Depression 

Seven studies included measures of depression, and a range of effects of 

interventions in relation to depression was reported. All of these studies used variants 

of the Center for Epidemiologic Studies Depression Scale (CES-D). The CES-D has 

good psychometric properties, and evidence suggests that its psychometric 

characteristics are the same for individuals who are physically unwell, making it an 

appropriate measure across the health-illness groups (Devins et al., 1988). This is a 

pertinent consideration for carers of people with dementia whose physical health is 

often compromised (Schulz & Martire, 2004).  

Two studies found an improvement in CES-D scores (Beauchamp et al. 2005; 

Eisdorfer et al., 2003), and both of these studies were of higher quality (scoring 20 

and 18 respectively). In two studies, with quality scores of 21 and 18, hypotheses 

were partially supported in relation to CES-D scores (Gallagher-Thompson et al., 

2010; Mahoney et al., 2003), with studies showing some favourable effects of the 

intervention on carer depression. One study, with a quality score of 13, did not find a 
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main effect of depression, but conducted a number of post-hoc tests and did find an 

effect (Finkel et al., 2007). One study, with a quality score of 12, did not find any 

effects (Marziali & Donahue, 2006), and one, with a quality score of 14, did not 

report the results of the CES-D, despite using it as an outcome measure (Marziali & 

Garcia, 2011). 

Beauchamp et al. (2005) conducted a dose-response analysis, which revealed 

that more time spent viewing the internet program was associated with greater 

change in outcome. Eisdorfer et al. (2003) found that the efficacy of the intervention 

differed according to ethnicity and type of carer, in terms of their relationship to the 

person being cared for. In this study, randomisation into treatment condition was 

stratified according to participant ethnicity, but was not stratified according to carer-

care recipient relationship, so it is possible that the main effects reported are at least 

in part explained by the moderating effect of carer-care recipient relationship. 

Eisdorfer et al.’s (2003) study is unusual in that follow up took place at multiple time 

points, up to 18 months, which is a strength of the research.  

Although Mahoney et al. (2003) did not provide a power calculation, they 

noted in their discussion that their sample size was “less than desired” for their carer 

outcome analysis, and hypothesised that this may mean that the lack of a main effect 

for the intervention may be due to a Type II error.  

Finkel et al.’s (2007) post-hoc tests found that as baseline depression 

increased, carers in the intervention group demonstrated greater improvements in 

depression. Marziali and Garcia (2011) used a range of outcome measures, including 

the CES-D, but then selectively reported results, and did not report any results in 

relation to this measure. The authors did not comment on depression until the 

discussion section, in which they noted that carers were not clinically depressed (as 
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measured by the CES-D) at baseline or follow up, but did not provide any descriptive 

statistics. 

In summary, seven studies investigated carer depression, with five finding 

some favourable effect of the intervention on carer depression, though for one study 

this result was only found after conducting post-hoc tests. Those studies in which 

positive effects were found were of higher quality than those studies that did not find 

any effects. A number of the studies had small sample sizes, and power and sample 

size is an issue pertinent to all of the studies in this review. 

Anxiety 

Only two studies used measures of anxiety (Beauchamp et al., 2005; 

Mahoney et al., 2003). Both studies were of higher quality, with scores of 20 and 21, 

and both measured state anxiety from the State-Trait Anxiety Inventory (STAI). It 

was pertinent to remove the trait section of the measure, as any carer intervention 

would not be expected to affect participants’ trait anxiety.  

Overall, evidence from these two studies suggests that the computer-mediated 

interventions had favourable effects on carer anxiety. One study (Mahoney et al., 

2003) only found this favourable result in relation to participants with mid-low levels 

of mastery at baseline. 

General mental health 

Three studies (Beauchamp et al., 2005; Marziali & Garcia, 2011; Torp et al., 

2008) considered mental health in a broader sense than anxiety or depression. One 

was of higher quality (Beauchamp et al., 2005, quality score 20) and the other two 

were of somewhat lower quality (Marziali & Garcia, 2011, quality score 14; Torp et 

al., 2008, quality score 11). Beauchamp et al. (2005) used two subscales from the 

Revised Ways of Coping, but did not find any differences over time between the 
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control group and the treatment group. Torp et al. (2008) did not find favourable 

results, and Marziali and Garcia (2011) found results after conducting post-hoc tests. 

Marziali and Garcia (2011) used the Health Status Questionnaire 12 (HSQ-12) as an 

outcome measure. Although when the authors described the outcome measures for 

their study, they referred to this measure as an overall measure of carer health, in 

their results they selectively commented on the mental health subscale of the 

measure. They found that compared with an online chat group intervention, 

participants in an online videoconferencing support intervention showed greater 

improvement on the mental health subscale of the HSQ-12 over time. The authors 

did not report any other effects in relation to the HSQ-12 or any of its subscales. 

Given that measures were broken down into their subscales, it is likely that a number 

of statistical tests were performed in order to generate these results, although the 

authors did not report any corrections made to control the familywise error rate. 

Carer physical health and health behaviours 

Marziali and Donahue (2006) measured carer physical health and Finkel et al. 

(2007) measured carer self-care activities. Neither study reported any favourable 

effects. Both of these studies were of relatively lower quality, with scores of 12 and 

13 respectively.  

Carer stress and burden 

Eight studies used measures of carer stress or burden. Four used variants of 

the Revised Memory and Behaviour Problems Checklist (RMBPC) (Finkel et al., 

2007; Gallagher-Thompson et al., 2010; Mahoney et al., 2003; Marziali & Donahue, 

2006). This measure is a reliable and valid tool for the assessment of both the 

presence of behaviour problems in dementia patients, as well as the extent of carer 

burden associated with these problems (American Psychological Association, 2012).  
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One study (Glueckauf & Loomis, 2003) separated the Caregiver Appraisal Inventory 

into its subscales and analysed perceived positive dimensions of caring and burden of 

caring separately. Positive dimensions of caring is considered below (“Measures of 

positive aspects of caring”).   

Four studies, with quality scores of 20, 18, 10 and 14, found positive effects 

of the intervention on carer burden (Beauchamp et al., 2005; Gallagher-Thompson et 

al., 2010; Glueckauf & Loomis, 2003; Marziali & Garcia, 2011). In three studies the 

research found some effects of the intervention on carer burden (Chiu et al., 2009; 

Mahoney et al., 2003; Marziali & Donahue, 2006). These studies received quality 

scores of 12, 21 and 12 respectively. One study, with a quality score of 11, found no 

effect on carer burden as a result of the intervention (Torp et al., 2008). 

Gallagher-Thompson et al. (2010) found that mean “upset or bother” reaction 

to total number of problems (memory problems, depressive symptoms of person with 

dementia, and disruptive behaviours) as measured by the RMBPC, differed between 

the two intervention groups, with the mean reaction for the skill DVD group 

decreasing, but remaining essentially the same for the education DVD group. This 

highlights that information alone may not be enough to reduce carer “bother” in 

relation to care recipient behaviours. It is possible, however, that information, in 

combination with other forms of support, may be effective.  

Chiu et al. (2009) found that the pre-post change score on the Burden Scale 

for Family Caregivers (BSFC) was not significant. However, they then grouped 

study completers into non-users (n=9), occasional users (n=8) and frequent users 

(n=11). Differences in BSFC change scores were not significant between the three 

groups, but were significant between non-users and frequent users. Chiu et al. (2009) 

also used seven other measures in addition to their primary outcome measure 



34 
 

(BSFC), but only reported descriptive statistics for participants at baseline in relation 

to these measures.  

Marziali and Donahue (2006) did not find a difference between intervention 

and control groups at follow up in relation to scores on either the RMBPC or their 

other measure in relation to stress associated with activities of daily living. They 

conducted a post-hoc test using the combined scores from these two measures to look 

at “experienced stress”. It was found that there was an effect for the intervention 

condition in reducing stress, and this was not the case for the control condition.  

Carer social support 

Three studies used measures of social support (Finkel et al., 2007; Marziali & 

Donahue, 2006; Torp et al., 2008) with varied findings. None of these studies 

received scores indicating that they were of particularly high quality; they scored 13, 

12 and 11 respectively. Carer social support is a pertinent area to consider, as carers 

of people with dementia frequently report feelings of isolation and inadequate social 

support (Stoltz et al., 2004).  

Finkel et al. (2007) found that although there were no main effects for 

received social support, those in the intervention condition with higher levels of 

support at baseline were more likely to maintain that support. Marziali and Donahue 

(2006) did not find a difference between intervention and control groups in relation 

to perceived social support at follow up. Torp et al. (2008) found increases in social 

contacts and social support at follow up. This is perhaps not a surprising finding 

given that a significant part of the intervention involved introducing computer 

novices to the internet.  
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Positive aspects of caregiving 

Two studies used measures of the positive elements of caregiving 

(Beauchamp et al., 2005; Glueckauf & Loomis, 2003) and one of these studies also 

looked at the demands and rewards of caring (Glueckauf & Loomis, 2003). These 

studies received quality scores of 20 and 10. The better quality study (Beauchamp et 

al., 2005) found favourable results in relation to the positive elements of caring, but 

the lower quality study (Glueckauf & Loomis, 2003) did not. 

Carer self-efficacy 

A lower quality study, with a quality score of 10 (Glueckauf & Loomis, 

2003), used the Caregiving Self-Efficacy scale. This study found that carers reported 

pre to post improvements on all three subscales of this measure.  A higher quality 

study, with a score of 20 (Beauchamp et al., 2005) asked participants six “self-

efficacy questions” and found that compared to the control group, the treatment 

group reported greater gains with respect to self-efficacy.  

Programme impact measures and composite measures 

Four studies used items or measures that asked participants how the 

intervention had changed aspects of caring for them (Gallagher-Thompson et al., 

2010; Lewis et al., 2010; Magnusson et al., 2005; Torp et al., 2008). In this review, 

these measures are referred to as programme impact measures. One additional study 

used a 16-item knowledge questionnaire (Rosen et al., 2003). All of these studies 

found positive effects on these measures. For the most part, the studies that used 

these measures were of poorer quality, receiving quality scores of 18, 9, 5, 11 and 8 

respectively. This is, in part, because studies that use such measures as their only 

outcome measure cannot score highly.  
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Lewis et al. (2010) was one of two studies that only used a programme 

impact measure. Participants generally endorsed finding the intervention to be 

educational, convenient, useful and interesting. Lewis et al. (2010) generally did not 

find any significant relationships between demographic data and responses, apart 

from a low correlation between age and the caregiving scale; as age increased, score 

on the caregiving scale decreased, indicating less perceived benefit from the 

intervention.  

In Torp et al.’s (2008) study, it was found that at follow-up, carers reported 

less need for information about the cared-for person’s illness and caring. However, 

whether this knowledge would have equated to an increase in ability or confidence in 

caring for the person cannot be established. 

Rosen et al. (2003) used a 16-item knowledge questionnaire before and after 

a computer-based education intervention for family members of people with 

dementia who were nursing home residents. They found that knowledge of key 

principles of dementia care improved after the intervention. It is worth noting, 

however, that the mean score on the knowledge questionnaire increased by 2.3 items. 

While this was statistically significant, it is worth reflecting on what such an increase 

would mean in practice. This issue of clinical significance versus statistical 

significance is pertinent for many of the studies in this review, and is considered in 

the Discussion below. 

Discussion 

             This review aimed to look at the effectiveness of computer-mediated 

interventions for informal carers of people with dementia. Fifteen papers describing 

13 studies met inclusion criteria. Interventions were multifaceted and considerably 

varied, with a range of different outcome measures, and both of these factors make 
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direct comparison of studies difficult. The challenge of comparing studies and 

interventions has been raised by a number of previous researchers investigating 

support for carers of people with dementia (for example, Wu et al., 2009). All of the 

studies appraised in this review found some positive effects of the intervention 

evaluated, although a number of these studies were not of good quality. In two cases, 

positive results were only found following post hoc-tests (Chiu et al., 2009; Finkel et 

al., 2007), and in three cases such results were from unstandardised programme 

impact questionnaires or knowledge tests (Lewis et al., 2010; Magnusson et al., 

2005; Rosen et al., 2003).  

Having said this, the most commonly measured variables were carer 

burden/stress and depression. In general, higher quality studies found that 

interventions did have an effect on these variables. Two higher quality studies also 

found that anxiety was reduced following intervention. Positive aspects of caring 

may also be increased through these interventions as may carer self-efficacy. There 

are mixed results in relation to social support, and physical aspects of caring do not 

seem to be affected. Programme impact measures indicate general acceptability of 

these interventions.  

Due to the fact that interventions were multi-component and complex in 

nature, it is difficult to disentangle the effects of individual intervention components 

and provide an overall picture of which intervention components or combinations 

were more effective than others. Indeed, a large range of factors have the potential to 

influence the effectiveness of interventions, including the intensity and duration of 

the intervention, carer characteristics and the outcomes selected (Cooke, McNally, 

Mulligan, Harrison, & Newman, 2001). 
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Two studies (Finkel et al., 2007; Mahoney et al., 2003) found that 

intervention effects were moderated by certain baseline characteristics of 

participants. Mahoney et al. (2003) found that there were only intervention effects 

for those participants who had low to mid levels of mastery at baseline: their 

depression, anxiety and bother scores all decreased. Similarly, Finkel et al. (2007) 

found that as baseline depression increased, carers in the intervention group 

demonstrated greater improvements in depression.  

One study (Beauchamp et al., 2005) conducted a dose-response analysis, 

which revealed that more time spent viewing the intervention programme was 

associated with greater change in outcome. This highlights the need for carers to be 

self-motivated in order to benefit from some computer-mediated interventions, 

particularly those that do not involve “checking in” in some way with a professional.   

Two relatively high quality studies (Eisdorfer et al., 2003; Mahoney et al., 

2003) considered the differential effects of interventions according to carer ethnicity 

and carer-care recipient relationship. Both found statistically significant results. 

These differential findings caution against generalising results of research too 

widely. Previous research has suggested that the carer’s gender and relationship to 

the person that they are caring for can have an impact on the effect of caring on the 

carer. For example, there is some evidence that spousal carers experience higher 

levels of stress and depression (George & Gwyther, 1986). Eisdorfer et al. (2003) 

and Mahoney et al.’s (2003) findings also highlight the need for such factors to be 

considered in the design of interventions for carers of people with dementia, in order 

that they are as effective as possible for their target populations. Multimedia 

interventions are arguably better suited to being tailored to the user than more 

traditionally delivered interventions.  
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Methodological issues 

There was a range of study designs, with six of the 13 studies using a 

randomised controlled design. In theory, this allowed for more robust conclusions to 

be made from their findings, although no study reported a power calculation and a 

number of studies were underpowered.  

Some studies were not clear on why certain areas were evaluated. More detail 

regarding how intervention aims mapped onto outcome measures would have been 

useful in a number of studies. A wide range of measures was used. Many were 

standardised and had good psychometric properties, but some were composite 

measures created using items from a range of other measures, and some were created 

specifically for the study. The only measures that were used in more than two studies 

were the CES-D, which was used in seven studies and was the only depression 

measure used across all the studies, and the RMBPC, which was used in four studies. 

Again, the range of measures used made direct comparison of studies difficult, and 

poor quality measures can limit the scope of conclusions that can be made. 

How to measure the “success” of carer support interventions is an area that 

has received some attention. Magnusson et al. (2005, p.695) summarise this work by 

noting that “there have been calls for clearer conceptual links between the support 

provided and the measures used to ‘indicate’ its success…, with outcomes being 

meaningful to family carers…, and reflecting what is reasonable and modifiable 

within a given care-giving context”. This includes whether the measure used is an 

appropriate tool given the aims of the intervention. For example, it seems to be the 

case that there is something of a mismatch between Rosen et al.’s (2003) intervention 

aims, and the measure used to see whether the intervention met those aims. The 

reported aim of the intervention was to enhance family participation in nursing home 
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care. While the intervention demonstrated an increase in family members’ 

knowledge about dementia, this does not necessarily translate to enhanced 

participation in their relative’s care.  

Follow-up periods were often short, and for the majority of studies follow-up 

was only completed at the termination of the intervention. This means that the 

longer-term effects of computer-mediated interventions for carers of people with 

dementia are currently relatively unknown.  

Almost all studies considered the statistical significance of their findings, but 

none considered their clinical significance. It would be useful to know, for example, 

how many participants who received an intervention moved from scores indicating 

clinical depression to scores indicating no clinical depression. While a certain drop in 

score on a measure indicates that overall, participants’ scores were statistically 

significantly lower, it may not mean much clinically for those individuals.  

The evaluation of studies using Downs and Black’s (1998) quality assessment 

checklist provided a framework with which to appraise the strengths and limitations 

of studies and enabled a comparison of the quality of studies according to the 

domains that the tool covered. This meant that the results and conclusions drawn 

from studies could be considered within the context of study quality. Such a tool 

inevitably has limitations, however. For example, each item, with the exception of 

item 5, is scored 0 or 1 and arguably some of the areas covered by the tool are more 

important contributions to a study’s quality than others. This, however, is not 

reflected in this instrument.  

Clinical implications and future research 

Computer-mediated interventions for informal carers of people with dementia 

is a growing area of carer support and offers a range of potential benefits compared 
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to interventions that are delivered through more traditional mediums. This review 

suggests that overall evidence for computer-mediated interventions for carers of 

dementia is mixed, but generally positive. This suggests that it would be beneficial to 

carers, and also to services – in terms of reaching more carers as well as potential 

cost saving implications – for this medium of intervention to be developed so that 

more individuals can benefit. As in-home computer use becomes increasingly 

ubiquitous, the viability of computer-mediated interventions increases, and the cost 

to service providers decreases since increasing numbers of carers already have the 

requisite equipment in their homes. More research is, however, required in order to 

ensure that such interventions are as effective as possible. In particular, there is a 

need for well designed, methodologically rigorous studies that have sufficient 

statistical power. Research needs to consider the effects of interventions on people of 

different ethnicities and carer-care recipient relationships, as there is evidence that 

differential effects exist between groups. Future research would benefit from longer 

follow-up periods. It is also important that outcome measures are carefully 

considered and closely linked to the aims of interventions in order that their 

“effectiveness” can be properly evaluated.  

Although it was beyond the scope of this review to consider the qualitative 

components of studies, information gathered from interviews with carers who have 

used computer-mediated interventions offers an important supplement to quantitative 

outcome measures. It provides deeper insight into carers’ experiences of using the 

interventions, and is able to go beyond measurement of symptom reduction and tap 

into factors, such as feeling supported, that are of great importance to carers. Future 

research into computer-mediated interventions for carers of people with dementia 

would benefit from being multi-method in its approach.  
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Caring for a relative or friend with dementia is associated with a range of 

physical and mental health risks. Computer-mediated interventions offer a new way 

to support informal carers of people with dementia, and these interventions have a 

range of potential advantages compared to more traditional interventions.  
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Abstract  

Aims: This research evaluated Talking Point, the Alzheimer’s Society’s online 

support forum for carers of people with dementia. It was hypothesised that users 

would show reductions in anxiety and depression and that the magnitude of such 

changes would be correlated with the amount of forum usage. Relationship quality 

with the person with dementia was also investigated. 

Methods: The study used a mixed-methods approach. Sixty-one new users of 

Talking Point completed measures of anxiety (GAD-7), depression (PHQ-9), and 

quality of relationship with the person with dementia (SQCRC), at baseline and again 

after 12 weeks of forum usage. In addition, eight participants were interviewed about 

their experiences of using Talking Point.  

Results: There was an improvement in the quality of the relationship with the person 

with dementia (SQCRC; p=0.003). There was no change in users’ depression (PHQ-

9) or anxiety (GAD-7) over the 12 week study period. Interview participants reported 

a range of positive experiences and benefits from using Talking Point. Limited 

negative experiences were also reported.   

Conclusions: Many of the reported experiences and benefits are unique to online 

peer support. Further research into online peer support for carers of people with 

dementia is needed in order that such support can be designed so that carers derive 

maximum benefit.  
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Introduction 

The wellbeing of informal carers of people with dementia is an important 

public health issue. There are currently about 750 000 people in the UK with 

dementia (Alzheimer’s Society, 2011). Some live in residential care, but many are 

cared for at home by a relative or friend. Caring for an elderly relative with disability 

is burdensome and stressful, and negatively affects the carer’s social, family and 

professional life (Schulz, O’Brien, Bookwala & Fleissner, 1995), and the risk of 

anxiety and depressive disorders is increased (Schulz & Martire, 2004). The 

combination of loss, the physical demands of caregiving, prolonged distress, and 

biological vulnerabilities of older carers may also compromise their physical health 

(Schulz & Martire, 2004) and mortality (Schulz & Beach, 1999). Thus, their ability 

to function as carers can be diminished.  

Mutual support  

There is a range of ways in which individuals in distress can be helped, and 

there is a range of people who can provide this help. Helping can be conceptualised 

on a formal-informal continuum, with trained professionals such as psychologists at 

the formal end, through to “helping by ordinary people in everyday settings” (Barker 

& Pistrang, 2002, p.362) at the informal end. Also at the more informal end of the 

continuum are mutual support groups. These are run principally by the members 

themselves and exist for a large number of difficulties, covering mental health 

problems such as depression and anxiety (Pistrang, Barker & Humphreys, 2008) as 

well as physical health problems such as cancer (Taylor, Falke, Shoptaw & 

Lichtman, 1986) and HIV (Kendall, 1992). Groups also exist for family members 

and carers of those suffering from physical or mental health problems (see, for 

example, Solomon, Pistrang & Barker, 2001). 
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Mutual support groups have a number of potential benefits. These include: 

“promoting a psychological sense of community, providing emotional support, 

providing role models, conveying a powerful ideology, providing information, 

offering ideas about ways of coping, giving the opportunity to help others, providing 

social companionship, and promoting a sense of mastery and control” (Solomon et 

al., 2001, p.114). Currently, however, evidence for the benefits of mutual support is 

limited when compared to the evidence for formal helping (Davison, Pennebaker & 

Dickerson, 2000; Pistrang et al., 2008). 

The rise of the internet and other networked technologies has provided a new 

medium through which mutual support groups can be organised. People are no 

longer restricted to meeting face-to-face, but are now able to support one another 

even from physically distanced locations, twenty four hours a day, seven days a 

week. This is particularly helpful for individuals who are physically isolated or 

experiencing uncommon problems (White & Dorman, 2001). 

Support for carers of people with dementia 

There exists a range of support interventions for carers of people with 

dementia. One type of support intervention is mutual support, and a small amount of 

research into mutual support for carers of people with dementia has been undertaken. 

For example, Pillemer and Suitor (2002) conducted a randomised controlled trial of 

one-to-one face-to-face peer support for new carers of people with Alzheimer’s 

Disease, in which social support enhancement was isolated as the only intervention 

mechanism without simultaneously providing education, counselling or direct 

services. The outcomes were carer depression, as measured by the Center for 

Epidemiologic Studies Depression Scale, and carer self-esteem, measured by the 

Rosenberg Self-Esteem Scale. Their results suggested that social support alone was 
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not a sufficient intervention to improve the experience of caregivers, and that perhaps 

it was necessary, but not sufficient on its own, to effect change. They concluded that 

multicomponent interventions were necessary to achieve significant intervention 

effects and that peer support enhancement itself did not bring about significant 

benefits. These results are surprising given that one underlying factor that leads to 

negative outcomes in carers is a deficit in social support (Schulz et al., 1995). Indeed, 

carers of people with dementia frequently report feelings of isolation and inadequate 

social support (Stoltz, Udén & Willman, 2004). However it may be that the nature of 

caring for someone with Alzheimer’s Disease is so distressing that only 

comprehensive, multicomponent interventions would bring about effects. One-to-one 

peer support is a different type of mutual support to a large group or forum, and it is 

inevitable that a larger group will collectively have more knowledge and be able to 

offer more advice to one another. Carers may therefore find groups more useful in 

that regard. Indeed, Stoltz et al.’s (2004) review found that carers fear social isolation 

and wish to network in groups.  

There is a growing body of research into interventions for carers of people 

with dementia that are delivered in non-traditional ways. These are primarily 

computer-based but also include, for example, telephone interventions. Online 

support for carers of people with dementia was an early application of the internet 

(see, for example, Brennan, Moore & Smyth, 1995). There now exists a range of 

multifaceted interventions with elements of networked support (Powell, Chiu & 

Eysenbach, 2008). Generalisable conclusions are difficult, however, because of the 

multiple and varied components within each intervention (Eysenbach, Powell, 

Englesakis, Rizo & Stern, 2004). 
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There has been limited research specifically looking at online mutual support 

for carers of people with dementia, and this has generally focused on the content of 

messages and posts. White and Dorman (2000) examined the content and themes of 

messages posted on a public Alzheimer mailgroup over a 20 day period. They found 

that members used the mailgroup to find and proffer information, share experiences 

and opinions, and provide encouragement. Brennan et al. (1995) analysed the use of 

ComputerLink, an online support mechanism that included, but was not limited to, a 

public bulletin board, and found that the board contained both information and 

support-seeking messages.  

Research into networked technologies as a medium for supporting carers of 

people with dementia has so far primarily focused on changes in carers’ outcome 

measures, such as caregiver burden and anxiety (Mahoney, Tarlow & Jones, 2008), 

comparing their scores before and after the intervention. Some of this research 

evaluates interventions that include mutual support, but are not limited to it. Studies 

in Powell et al.’s (2008) systematic review looked at interventions that included, for 

example, an electronic encyclopaedia, an expert forum, and therapist-facilitated 

video conferencing support. There appears to be little research that looks exclusively 

at online mutual support for carers of people with dementia, or research that attempts 

to understand more about how carers find online mutual support to be helpful.  

Present research 

Online mutual support groups for carers of people with dementia provide a 

number of potential advantages compared to more traditional support mechanisms. 

These include logistical advantages of carers being able to access support from their 

homes, and cost advantages to service providers. In order to make the best use of this 

technological resource, and to ensure that support networks are designed so that 
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carers gain maximum benefit, it is important to understand how carers experience the 

groups, including what they find to be more and less helpful.  

The present research was a mixed-methods evaluation of Talking Point, the 

Alzheimer’s Society’s online forum for carers of people with dementia. The 

quantitative component involved baseline and 12 weeks post-usage measurement of 

new forum users’ depression, anxiety, and quality of relationship with the care 

recipient. The qualitative component involved semi-structured interviews with new 

users of Talking Point. Previous research has identified depression and anxiety as 

more common in carers of people with dementia (Schulz & Martire, 2004). Carer 

depression and anxiety are widely investigated in carer research, and research into 

networked technologies supporting carers of people with dementia has found 

moderate effects on improving carer anxiety and depression (see, for example, 

Powell et al., 2008). In addition, the carer-patient relationship can affect the progress 

of the dementia, with evidence that high levels of expressed negative emotion (such 

as criticism and hostility) are predictive of increased negative behaviours in the 

person with dementia over time (Vitaliano, Young, Russo, Romano & Magana-

Amato, 1993). Carer anxiety, depression, and quality of the relationship with the 

person being cared for, are therefore pertinent areas to investigate in the evaluation 

of Talking Point.  

It was hypothesised that after 12 weeks of forum usage: 

 1. Users’ anxiety and depression would decrease. 

 2. The magnitude of this effect would be correlated with level of forum 

usage.  

 Changes in the quality of the relationship with the person with dementia were 

also examined. No hypotheses were made in relation to this variable; although there 
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is some evidence that over a longer time period the relationship quality might 

deteriorate (see, for example, Gallagher-Thompson, Dal Canto, Jacob & Thompson, 

2001; de Vugt et al., 2003), it would be anticipated that the forum might increase the 

quality of the relationship. The likely effect is therefore that the quality of the 

relationship will remain approximately stable.  

 Qualitative interviews examined in greater depth participants’ experiences of 

being on the forum and possible positive or negative outcomes.  

Method 

Setting 

This research was primarily conducted online, with participants accessing the 

first survey through a link on the Alzheimer’s Society’s Talking Point homepage. 

There were also eight follow-up face-to-face and telephone interviews.  

Ethical considerations 

Ethical approval was obtained from the University College London Ethics 

Committee (see Appendix 2).   

Intervention 

Talking Point is the Alzheimer’s Society’s online forum for carers of people 

with dementia (http://forum.alzheimers.org.uk/forum.php). Its webpage describes it 

as “an online support and discussion forum, for anyone affected by dementia. It's a 

place to ask for advice, share information, join in discussions and feel supported”. 

The forum is very well used; on 21 July 2011 there were 666 active members in the 

forum, and at the time of visiting (16:45), there were 274 users online (42 members 

and 242 guests). It contains a number of different areas, including “Support for 

people with dementia and their carers”, which is the most active part of the forum. 

This part of the forum contains a number of discussion threads, which are started by 
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members and responded to by other members. These discussion threads cover a wide 

range of issues, some practical, for example a member seeking advice about bed 

rails, and some emotional, for example, a member expressing distress following a 

difficult situation. There is a private messaging function if members wish to contact 

one another away from the public forum. Anybody can view the forum, but in order 

to contribute to discussion threads or message other users, individuals must register 

as members. This is without financial cost. Talking Point also has a number of 

volunteer moderators. Please see Appendix 3 for a sample screenshot of a discussion 

thread.  

Participants 

The participants in were new users of Talking Point who were carers of 

people with dementia. Inclusion criteria, which were specified on the information 

sheet of the online survey, were that participants had to be: 

1. A new user of Talking Point on their first visit to the forum 

2. An “informal carer” for a relative or friend with dementia (i.e. unpaid) 

3. Involved in a significant amount of the care of this person, for example the 

main carer, or heavily involved in the care, e.g. the daughter of a man with dementia 

whose wife is the main carer, but nonetheless the daughter is heavily involved in her 

father’s care.   

4. Over 18 years old 

5. An English speaker 

Additionally, participants were eligible for the qualitative interview if: 

1. They ticked the box in the survey at baseline saying they were interested in 

being interviewed 

 2. They completed the survey at 12 weeks 
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3. Their usage data indicated that they had visited Talking Point at least six 

times over the 12 week study period 

Participant numbers and response rate 

One hundred and twenty-eight participants completed the first survey 

between 25 July 2012 and 9 January 2013. It is not possible to ascertain precisely 

what percentage of potential participants chose to take part in the research, although 

an estimate is possible; in the six months between 1 July 2012 and 31 January 2013, 

4177 new users registered on Talking Point, suggesting that the percentage of 

potential participants who took part in the research was low (approximately 3%). It is 

also possible that some people who took part in the research had already registered 

prior to this date, and that others never registered as they simply visited the forum to 

read other people’s posts, for which membership is not required. Figure 1 shows 

numbers of participants at each stage in the research process. Six participants were 

not sent the survey at 12 weeks; five of them gave responses at baseline suggesting 

that they were not eligible for the research, and one gave an email address that did 

not work. Three participants said that the person with dementia had died during the 

study period, so they were also not included in the study. Of the 119 eligible 

participants who completed the survey at baseline, 61 (51%) completed it at 12 

weeks.  

Participant demographics 

 A total of 119 eligible participants completed the survey at baseline. There 

was a limited amount of missing data, which included two responses for participant 

sex, one for age, eight missing or ambiguous responses for educational level, and 

eight missing or ambiguous responses for number of months caring. See Table 1 for 

participant demographic information. The information in Table 1 has excluded the  
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Figure 1: Participant flow chart 
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completed survey 
at baseline 
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(1 person with dementia 

had died; 2 had dementia; 1 

had already completed 

survey; 1said they had been 

caring for person with 

dementia for their whole 

life; 1 email address did not 

work)  

 

40 of these 
participants 

expressed interest 

in interview (in 
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71 participants sent 
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after 2 weeks non-
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61 participants 
completed survey 

at 12 weeks 

(51%) 
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(1 person with 
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1 too stressed; 3 did 
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invitation) 

 

                             
8 participants 
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3 said person with 
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over study period.  

Therefore, 119 
eligible 

participants 

 



60 
 

Table 1: Participant information 

 Range M (SD) 

Age in years 22-86 56 (11.29) 
Number of months caring 0-408 44 (56.94) 

 

 n % 

Sex   
     Female 99 85 

     Male 18 15 

Ethnicity   
     White British 112 94 

     White Other 4 3 

Employment status   

     Employed 58 49 
     Unemployed 19 16 

     Retired 42 35 

Educational level   
     Primary school 7 6 

     GCSEs/equivalent 22 20 

     A levels/equivalent 16 14 
     University degree 39 35 

     Higher degree/equivalent 18 16 

     Other 9 8 

Person being cared for
a
   

     Father 22 18 

     Mother 45 38 

     Partner 38 32 
     Grandparent 3 3 

     Aunt or uncle 3 3 

     Sibling 5 4 
     Mother or father in law 6 5 

     Neighbour or friend 1 1 

     Ex-partner 1 1 

     Brother in law 1 1 
Formal support received   

     GP 24 20 

     Mental health worker or counsellor 6 5 
     Another health or social care 

professional 

27 23 

     Memory clinic 22 19 

     Other/not specified 8 7 
     No formal support 55 46 

Informal support received   

     Friends and/or family 49 41 
     Religious organisations 2 2 

     Recreational groups 1 1 

     Charities, helplines, or forums 12 10 
     Other/not specified 5 5 

No informal support 51 43 
aNote that figures total more than 100% as six participants reported that they were 

caring for more than one person  
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missing data and percentages relate to those participants who responded. Table 2 

provides information about interview participants.  

Power calculation 

 A recent systematic review (Powell et al., 2008, p.154) found that while 

results were inconsistent, networked technology interventions for carers of people 

with dementia had “moderate effects on improving carer stress and depression”. 

Assuming a medium-small effect size (0.35), a sample size of 67 is required for this 

analysis (Faul, Erdfelder, Buchner & Lang, 2009). The actual sample size achieved 

in this study was 61.  

Procedure 

New users of Talking Point were invited to take part in the research through 

an advertisement on the Talking Point homepage (Appendix 4). From there, they 

were able to click on a link to the survey. This included an information sheet 

(Appendix 5) and a consent form (Appendix 6). A box on the consent form had to be 

checked before they were able to proceed with the research. During the recruitment 

phase, an email was also sent to members of Talking Point to alert them to the 

research, and the research was promoted on the Alzheimer’s Society’s Facebook and 

Twitter pages.  

At baseline, participants completed the three standardised measures (SQCRC, 

GAD-7, PHQ-9). They also answered demographic questions and questions about 

their role as a carer. 
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Table 2: Interviewee information 

 
Participant 

number 

Demographic  

information 

Caring situation 

 

1 

 

 

Female 

51 years old 

White British 
 

 

Caring for husband (53 years old) who has frontotemporal 

dementia. Participant and her husband live together. Caring 

for approximately 1yr 9 months at time of interview. 

2 

 

 

 

 

Female 

48 years old 

White British 

Caring for mother who has a mixed diagnosis of vascular 

dementia and Alzheimer’s Disease. Mother does not live 

with participant. Caring for approximately 2yrs 5 months at 

time of interview.  

3 

 

 

Female 

43 years old 

White British 

 

Caring for father who has dementia and lives locally. Caring 

for approximately 2yrs 4 months at time of interview. 

 

 

4 

 
 

 

Male 

70 years old 
White British 

 

Caring for wife who has vascular dementia. Participant and 

his wife live together. Caring for approximately 2yrs 9 
months at time of interview.  

5 

 

Male 

84 years old 

White British 

 

Caring for wife who has Alzheimer’s Disease. Caring for 

approximately 2yrs 6 months at time of interview. Wife 

moved into care home one year ago. 

6 Female 

69 years old 

White British 

 

Does not consider herself a carer as husband is in the early 

stages of Alzheimer’s Disease and does not require 

significant levels of support. At time of interview, it was 

approximately 2yrs 5 months since memory problems began. 

 
7 Female 

63 years old 

White British 

 

Caring for mother in law who lives locally and has dementia. 

Caring for approximately 1yr at time of interview. 

8 Female 

61 years old 

White British 

Caring for husband who has dementia. Participant and her 

husband live together. Caring for approximately 1yr 6 

months at the time of interview.  

 

Twelve weeks after completing the first survey, participants were emailed a 

link to complete the three standardised measures again, as well as some questions 

about their use of the forum over the 12 week period. Those who did not complete 

the second survey within two weeks of being sent the email were sent a reminder 

email.  

When completing the first online survey, participants were asked whether 

they would be interested in taking part in an interview about their experiences of 

using Talking Point. It was made clear that this was an optional extra part to the 
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research. Interview participants were selected in order to try to sample a range of 

different users, in terms of their sex, age, person they were caring for, and length of 

time they had been caring for. Only participants who reported that they had used 

Talking Point more than six times were invited to interview. This was in order to 

ensure that they had experience of Talking Point to draw on during the interview. 

Interview participants were given a £10 gift voucher to recognise the time that they 

had taken to participate in the research.  

In accordance with the study risk protocol, those whose scores from the first 

or the second survey on the PHQ-9 and/or the GAD-7 placed them in the “severe” 

range for depression or anxiety were emailed and advised that they may wish to 

make contact with their GP (see Appendix 7 for email text). A total of 49 participants 

were sent this email.  

Measures 

Participants completed three standardised measures at baseline and again 

after 12 weeks. At baseline they also answered a number of demographic questions 

and questions related to their role as a carer (see Appendix 8).  

The scale for the quality of the current relationship in caregiving 14-item 

version (SQCRC-14; Spruytte, Van Audenhove & Lammertyn, 2000; see Appendix 

9). This questionnaire asks carers about their relationship with the person that they 

are caring for. Sample items are: “My relative and I often spend time together in an 

enjoyable way” and “My relative often annoys me”. Items are scored on a five point 

scale ranging from 1 = “Totally disagree” to 5 = “Totally agree”. “Warmth and 

affection” items are scored positively and “conflict and criticism” items are reverse 

scored. A higher score implies the presence of warmth and affection and the absence 

of conflict and criticism in the relationship.  
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Spruytte, Van Audenhove, Lammertyn and Storms (2002) report an internal 

consistency of .82. They dichotomised responses, using the median of the range of 

possible scores (range: 14-70) to differentiate between “good” relationships (score 

>42) and “poor” relationships (score ≤42). The measure has promising reliability and 

face validity, but has had little psychometric investigation.  

Generalised Anxiety Disorder Assessment (GAD-7; Spitzer, Kroenke, 

Williams & Löwe, 2006; see Appendix 10). The GAD-7 is a seven item measure of 

anxiety. It asks participants “over the last two weeks, how often have you been 

bothered by any of the following problems”, for example, “being so restless that it is 

hard to sit still”. Each item has four possible responses ranging from 0 = “Not at all” 

to 3 = “Nearly every day”. Scores of five or over are considered to suggest mild 

anxiety, scores of 10 or over moderate anxiety, and scores of 15 or over severe 

anxiety (Spitzer et al., 2006).  

The GAD-7 has sensitivity of 89% and specificity of 82% for diagnosing 

generalised anxiety disorder with a cut-off score of 10 (Spitzer et al., 2006). 

Kroenke, Spitzer, Williams, Monahan and Löwe (2007) found that the GAD-7 was 

almost as effective at detecting social anxiety, panic disorder, and posttraumatic 

stress disorder. In a community sample of 5030 people aged over 14 years old in 

Germany, Löwe et al. (2008) found the GAD-7 to be a reliable and valid measure for 

anxiety in the general population. They found that the measure had a unidimensional 

structure in different groups of age and gender. Its internal consistency was .89. 

Approximately 5% of the sample scored 10 or more on the GAD-7, and 

approximately 1% scored 15 or more.  

Patient Health Questionnaire (PHQ-9; Kroenke, Spitzer & Williams, 2001; 

see Appendix 11). The PHQ-9 is a nine item measure of depression, asking 
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participants “over the last two weeks, how often have you been bothered by any of 

the following problems”, for example, “feeling tired or having little energy”. Each 

item has four possible responses ranging from 0 = “Not at all” to 3 = “Nearly every 

day”. Scores of five or more suggest mild depression, 10 or more suggest moderate 

depression, 15 or more suggest moderately severe depression, and scores of 20 or 

more suggest severe depression.   

The PHQ-9 has sensitivity of 88% and specificity of 88% for diagnosing 

depression in with a cut-off score of 10 (Kroenke et al., 2001). A German community 

sample of 2066 people over the age of 14 years old (Martin, Rief, Klaiberg & 

Braehler, 2006) suggested convergent validity; PHQ-9 depression severity was 

strongly associated with scores on the short version of the Beck Depression 

Inventory (r=.73, p<.0001). In a Scottish primary care study, Cameron, Crawford, 

Lawton and Reid (2008) found that the PHQ-9 was reliable (Chronbach’s α at 

baseline 0.83); demonstrated convergent and discriminant validity, robustness of 

factor structure, and responsiveness to change. 

Qualitative interviews  

The qualitative interview asked participants about their experiences of using 

Talking Point. It covered: what they found useful and less useful about Talking 

Point; how they liked to make use of Talking Point, for example, whether they 

preferred to write posts or read other peoples’; whether they felt that Talking Point 

had made a difference to them and their role as a carer. The interview schedule 

(Appendix 12) was developed with reference to some previous literature on peer 

support, as well as through discussion with the Talking Point Manager and the 

Alzheimer’s Society Head of Quality and Service Evaluation. The Talking Point 

Manager and volunteer moderators provided feedback during the development of the 
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interview schedule. Seven interviews were conducted over the telephone and one 

was face-to-face. Interviews lasted for between 35 and 50 minutes.  

Researcher perspective 

It is recommended that the researcher’s perspective is disclosed in order to 

contribute to the credibility of qualitative research (Barker & Pistrang, 2005; Elliott, 

Fischer & Rennie, 1999). I am a white, middle class female in my twenties and I 

conducted this research as part of my doctoral training in clinical psychology. I have 

no direct experience of caring for a friend or family member with dementia, but have 

seen the impact of the caring role upon people that I know. Through this, I am aware 

of the challenges and stress that this role can bring, and this has contributed to my 

belief that appropriate support to reduce distress in this group of people is important.  

Analysis  

Paired sample t-tests were used to analyse baseline to 12 weeks changes in 

anxiety, depression and quality of relationship for all participants who completed the 

survey at 12 weeks. Non-parametric correlations were conducted to examine the 

relationship between forum usage level and changes in outcome. 

Interviews were transcribed verbatim, with all identifiable data removed in 

order to preserve anonymity. Semi-structured interviews were analysed using 

thematic analysis as outlined in Braun and Clarke (2006), using an inductive, data-

driven approach. Interview transcripts were repeatedly reviewed in order to become 

familiar with the data and to ensure that information was represented accurately. 

During this process, an initial list of ideas was generated. These were grouped into 

codes and then brought together into meaningful themes (see Appendix 13 for a 

sample sheet of coded interview transcript). These themes were then checked against 

initial codes and the overall data set. In some instances, themes were then amended, 
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and themes were organised into overarching domains. Credibility checks (Elliott et 

al., 1999; Stiles, 1993) involved another researcher examining sections of analysed 

interview transcripts and providing feedback on codes, themes and domains.  

Respondent validation was used as a further credibility check. In order to gain 

feedback from interview participants, each participant was emailed a summary of the 

themes generated from their interview and asked to complete and return a feedback 

form (Appendix 14). Seven of the eight interview participants responded to this, 

either by completing the form or simply by replying to the email, and said they felt 

that the list of themes was a good summary of the interview.  

Results 

Quantitative analysis 

There was no missing data for the three main outcome measures at baseline, 

nor for any participants who completed the survey at 12 weeks (the online survey did 

not allow respondents to continue with the survey if data was missing). Three 

participants’ usage data was internally inconsistent. For example, they might have 

reported that they had visited the forum 10 times, but that they had spent 0 minutes 

on the forum. Where this occurred, all usage data for that participant was coded as 

missing. Two additional participants gave unclear answers regarding the amount of 

time spent on the forum, and this was also coded as missing.  

The distribution of PHQ-9 scores was positively skewed, so a square root 

transformation was carried out. This did not, however, affect the significance of any 

results. For significance testing, the transformed scores are used, and where means 

and standard deviations are reported, the untransformed data is used.  
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Differences at baseline between those who completed the survey at 12 weeks and 

those who did not 

Table 3 shows the differences in baseline PHQ-9, GAD-7 and SQCGR scores 

between those who completed the survey at 12 weeks and those who did not. There 

were no differences between the two groups. Of those who did not complete the 

survey at 12 weeks, 25 (43%) participants were receiving no informal support and 30 

(52%) were receiving no formal support. Of those who completed the survey at 12 

weeks, 26 (43%) had said that they were receiving no informal support, and 25 

(41%) were receiving no formal support.  

 

Table 3: Baseline scores for those who completed the survey at 12 weeks and those who did 

not 

 M (SD)    

 Non-

completers 

Completers t (df) p d 

 

PHQ-9
a 

 

 

9.78 (7.35) 

 

 

9.75 (6.65) 

 

.39 (117) 

 

.694 

 

0.07 

GAD-7 10.38 (6.65) 
 

10.38 (6.44) .002 (117) .999 0.00 

SQCGR 46.69 (10.08) 48.61 (9.20) -1.09 (117) .280 -0.12 
a Note that t-tests were performed on the square root transformed PHQ-9 scores 

 

Usage data 

Of the 58 participants whose forum usage data was available, 17 (29%) 

reported that they had not visited the forum at all over the 12 week study period. 

There were no differences in these two groups’ baseline scores on any of the three 

measures (Table 4).  
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Table 4: Comparison of baseline scores between those who reported that they had used 

Talking Point and those who reported that they had not 

 M (SD) t (df) p d 

 Users Non-users    

 

PHQ-9
a 

 

 

9.98 (6.51) 

 

8.88 (6.78) 

 

.52 (56) 

 

.609 

 

0.15 

GAD-7 9.83 (6.14) 10.71 (6.15) -.47 (56) .641 0.14 

 
SQCGR 

 
49.00 (9.04) 

 
46.88 (9.86) 

 
.79 (56) 

 
.432 

 
0.23 

a Note that t-tests were performed on the square root transformed PHQ-9 scores 

 

Overall, usage was low; 44 (76%) participants reported visiting the forum 

fewer than 12 times over the 12 week study period. Of those participants who visited 

the forum, 18 (44%) never replied to any posts, and 20 (49%) never started their own 

new thread or post. Table 5 shows participants’ reported usage data over the 12 week 

study period.  

 

Table 5: Reported usage levels over the 12 week study period 

 Range M SD 

 

Number of forum visits 0-200 17.43 37.14 

Number of minutes spent on forum 0-3000 373.57 589.86 
Number of messages/posts written as a reply to     

someone else 

0-400 14.53 54.76 

Number of new threads/posts started 0-50 2.67 8.04 

 

Pre and post outcome comparisons 

Of those who completed the survey at 12 weeks, 16 (26%) of them had a 

“poor” relationship with the person with dementia at baseline (scores of 42 or less on 

the SCQCR); 19 (31%) fell in the “severe” range for anxiety on the GAD-7 at 

baseline (scores of 15 or more) and six (10%) fell in the “severe” range for 

depression on the PHQ-9 at baseline (scores of 20 or more).  
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There was an increase in SQCGR scores from baseline to 12 weeks, 

suggesting an improved relationship quality with the person with dementia, but no 

change in PHQ-9 or GAD-7 scores (Table 6).  

 

Table 6: Pre and post outcome measure scores for all participants who completed the survey 

at 12 weeks 

 M (SD) t (df) p d 

 Baseline Time 2    

 
PHQ-9

a 

 

 
9.75 (6.65) 

 
9.23 (6.82) 

 
0.75 (60) 

 
.457 

 
0.19 

GAD-7 10.38 (6.44) 9.72 (6.63) 0.95 (60) .348 0.24 

 
SQCGR 

 
48.61 (9.20) 

 
51.36 (9.87) 

 
-3.04 (60) 

 
0.003 

 
-0.78 

a Note that t-tests were performed on the square root transformed PHQ-9 scores 

 

Individual change 

 Table 7 shows reliable change analysis at the level of individual participants 

(Evans, Margison, Barkham, 1998). Alpha levels for the three measures were 

obtained from: Martin et al., 2006 (PHQ-9); Löwe et al., 2008 (GAD-7); Spruytte et 

al., 2002 (SQCRC).  

 

Table 7: Reliable change analysis 

Measure 

 

Reliably improved No change Reliably deteriorated 

 
PHQ-9 

 
9 (15%) 

 
48 (79%)  

 
4 (7%)  

 

GAD-7 11 (18%)  41 (67%)  9 (15%) 
 

SQCGR 5 (8%) 55 (90%) 1 (2%) 
 

Usage level and outcome 

In order to investigate the hypothesis that users’ outcomes would be related to 

their level of forum usage, non-parametric correlational analyses investigating 



71 
 

outcome data and usage data were conducted with data from participants who said 

that they had visited the forum at least once over the 12 week study period. Only one 

of these correlational tests was significant, and given the number of tests that were 

conducted, the chance of this result being a Type I error is high. Thus, usage level 

was not correlated with outcome.  

Qualitative analysis 

Thematic analysis of the eight semi-structured interviews resulted in 18 

themes across three domains (Table 8). Each domain and theme is discussed with 

illustrative interview quotes.  

Domain 1: Social similarity 

All interview participants discussed in detail the fact that Talking Point is a 

forum for people who are in the same situation, caring for someone with dementia. 

For the most part, this was considered to be a great benefit, although it was also 

noted by some that it brought disadvantages as well. 

1.1 I am not the only one going through this 

 Six participants spoke about connecting with other carers of people with 

dementia on Talking Point, and their relief and comfort in knowing that they were 

not the only person going through the experience of caring.  

“Every time I realise “that’s me, that’s me! I’m going through that, 

that’s me!” I can relate to so much of what’s on there” [P1] 

1.2 Reduced isolation and loneliness 

 Seven participants noted that being able to use Talking Point reduced their 

sense of isolation or loneliness. For some, this was in the context of becoming more 

isolated as a result of their family member having dementia. 
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Table 8: Thematic analysis 

 

Domain 

 

 Theme Prevalence* 

1. Social similarity 1.1 I am not the only one going through this Typical 

1.2 Reduced isolation and loneliness General 

1.3 Normalising Typical  

1.4 Other users have experience and are therefore 

understanding 

Typical 

 1.5 Being able to share and let off steam Typical 

 1.6 Other users are worse off than I am Typical 

 1.7 Not necessarily needing to post to benefit General 

 1.8 Being able to give advice and support to other 

users 

General 

 

2. Unique aspects 2.1 I can ask questions and get the support that I 

might not be able to get, or might not want to 

get, elsewhere 

Typical 

2.2 I can get information and advice that I would 

not know where else to get 

Rare 

2.3 Control Typical 

 2.4 Anonymity Typical 

 2.5 Immediate access and responses Variant 

 2.6 No time restrictions Variant 

 2.7 Geography is unimportant  Variant 

 

3. Learning outcomes 3.1 Practical learning and information General 

 3.2 Learning how the dementia might progress and 

what to expect 

Typical 

 3.3 Developing a better understanding of the 

person with dementia, and consequently 

becoming a better carer 

General 

*General = theme applies to all or all but one of the participants (7-8); typical = theme applies to more 

than half of the participants (5-6); variant = theme applies to up to half of participants (3-4); rare = 

theme applies to one or two participants (1-2). 
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“All of a sudden, I’m in the flat on my own. And I have nobody to talk 

to, and you go a little bit odd at times. I don’t drink and I don’t smoke, 

so the only thing I’ve got now, really, is Talking Point” [P5] 

For most participants, this sense of feeling less isolated and alone occurred 

within the context of having other support available, but still feeling alone before 

joining Talking Point.  

“Before my son introduced me to that [Talking Point] I felt that I was 

on my own, even though like I said I have fantastic support from the 

help service and family and everything, it still, I still felt alone” [P1]  

 1.3 Normalising 

 Six participants noted that because other Talking Point users were in a similar 

situation to them, they were able to go onto Talking Point and realise that what they 

were experiencing was normal.  

“I’m feeling like I want my dad to die, because I don’t want to see him 

go through this, and he’d be happier. And then you feel full of guilt, 

but you go on [to Talking Point], and you’re not the only one feeling 

that, or you’re not the only one that has felt that. And it makes you 

feel OK, normal.” [P3] 

“And I put that on Talking Point. And I had six answers back saying 

that, yes we’ve all been through that. It does happen. And that made 

me feel better.” [P4] 

1.4 Other users have experience and are therefore understanding 

Six participants reflected that because other Talking Point users know what 

caring for a friend or family member with dementia is like, they understand your 

struggles and can support you.  
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“I was just so emotional with it all. And unfortunately I went online. 

Just to let it out, you know. This is the thing you see, this is the only 

forum where you can do this kind of thing, and people don’t judge 

you. They come in and try to help. And they make allowances, because 

they’ve been there. And that is the great strength of it. Everybody on 

Talking Point has hands on experience of dealing with dementia. And 

they make allowances for you, as they did for me.” [P5] 

 This experience and understanding also means that large amounts of 

background information do not need to be explained to others on Talking Point.  

“There are things you don’t have to go into massive detail about, 

because it’s a given” [P8] 

 1.5 Being able to share and let off steam 

 Five participants reflected on the value of Talking Point in being able to share 

their experiences with others. Several described this as a cathartic process. 

  “I think being able to share your experiences is a great help” [P6] 

“It makes you feel unbelievably relieved, because I know that I can 

share something with this person and they can share with me” [P8] 

“If nothing else, it’s purely somewhere to let off steam” [P4] 

 1.6 Other users are worse off than I am 

 Several participants commented on the fact that other users of Talking Point 

were in a much worse situation than they were. Three participants reflected that 

knowing this, and reading these people’s stories, made them feel more positive about 

their own caring situation.  

“My goodness, some people are dealing with some incredibly difficult 

situations. And how on earth do they cope? And you know, those 
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situations, my goodness, the situation we’ve got at the moment is not 

that difficult, we ought to be able to work around it.” [P7] 

 However, for three interviewees, the experience of reading other users’ posts 

had at times been a very distressing experience for them.   

“If I’m online and I’m reading other people’s posts and it’s quite 

distressing, you know, it’s quite easy to get distressed by it. So there 

are times when I just don’t go on it because I think, oh, it’s too 

painful, really, for me” [P2] 

 1.7 Not necessarily needing to post to benefit 

Seven participants noted that because everyone on Talking Point was a carer 

of someone with dementia, they could both feel supported and learn a large amount 

by simply reading other posts. 

“I do like to read the other posts… Because I feel the more 

information I have, the better carer I will be” [P8] 

“I think it’s more useful for me to read other people’s experiences” 

[P6] 

 1.8 Being able to give advice and support to others 

 Seven participants noted that they had been able to give advice and support to 

other users of Talking Point. For some there was pleasure derived from being able to 

give something back. 

“It’s nice to be giving something back for the information that you’re 

getting. Or being able to support people as the support you receive” 

[P3]. 

 Others noted that they felt good being able to help others, and it also showed 

them that they did in fact have valuable knowledge to pass on. 
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“It’s helpful in that you think, well, at least you know slightly more 

than someone else… It gives you a little bit of a boost to know that 

you can help somebody” [P6] 

Domain 2: Unique aspects 

 All eight participants made comments comparing Talking Point to existing or 

alternative sources of information and support. Sometimes an explicit link was made 

between Talking Point and other forms of support, but more commonly participants 

spoke simply in terms of the advantages that they felt Talking Point offered to them.  

2.1 I can ask questions and get the support that I might not be able to get, or 

might not want to get, elsewhere 

Six participants commented that Talking Point provided them with a place to 

get information and support that they may not be able to get, or may not want to get 

elsewhere. One participant did not believe that the type of information she could get 

on Talking Point would be available in more conventional contexts. 

“It’s not the kind of thing you would read in a leaflet that you pick up 

anywhere. I’m assuming. I don’t know. It’s not the kind of thing I 

assumed I would read in leaflets.” [P6] 

 Others commented that they might not want to seek support or answers to 

questions through their pre-existing sources of information or support. 

“Me personally, I don’t want to go sit in front of a – what would you 

go sit in front of? – a doctor, or a whoever. I don’t want to talk that 

way” [P3] 

“I don’t really want to go knock on the doctor’s door every five 

minutes” [P6] 
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 2.2. I can get information and advice that I would not know where else to get 

 Two participants noted that they were not sure where to get the help or advice 

that they needed, but that Talking Point was able to provide this. 

  “I wasn’t aware then of what help was available” [P4] 

“For someone who is totally ignorant of Alzheimer’s it has answered 

questions that I don’t know where I would have got the answer from” 

[P6] 

 2.3 Control 

 Five participants reflected that through using Talking Point they had control. 

This included control over how often to use the forum.   

“I can go for months without bothering with it… I’ll utilise Talking 

Point when I need to. That maybe sounds a bit selfish, but I think 

that’s the advantage of it for me” [P2] 

 It also included control in terms of not having to see people with dementia, 

and being able, to a certain extent, to avoid posts that were too upsetting.  

“You’re not seeing what it’s going to be like, you’re not seeing, 

you’re not hearing what it’s, you read what you want to read”[P3] 

Participants also noted that they had control in terms of only needing to read 

posts that were of interest or personally relevant.  

“If I look at the posts and it’s not useful, then I don’t read all of the 

replies and stuff. So I find it’s very easy to navigate to and from the 

titles to pick up things that might be useful” [P7] 

 2.4 Anonymity 

 Four participants commented on the benefits associated with the fact that 

Talking Point is anonymous, including being able to be more open and honest, and 
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being able to discuss problems that it might be uncomfortable to discuss in a face-to-

face context. 

“What I say there, I am opening up my heart to a very large extent 

and I am opening myself up and being totally honest about my 

feelings, and in some cases I wouldn’t want other members of my 

family, for example, to see some of these things… I wouldn’t want 

them to know exactly how I feel about certain things. Because when 

you are with other people you never really uncover your true self, do 

you?” [P5] 

“It’s something I could put on there [Talking Point], but I didn’t have 

to talk face-to-face with anyone” [P3] 

 Four participants, however, noted that they had seen some posts on Talking 

Point that they felt were inappropriate or judgemental. This is another possible 

consequence of Talking Point’s anonymity. One participant described an experience 

where she had posted about a situation in her family and received replies from other 

users who “put something on about how disgusting it was” [P2]. She and other 

participants reflected, however, that Talking Point’s volunteer moderators were 

generally helpful in these situations.  

“I suppose it’s when you’re sat at home thinking, “oh crikey”, you 

know, someone thinks that’s really awful. And it puts you in a bit of a 

panic, but I do think the moderators help because they come back 

with… solutions” [P2] 
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2.5 Immediate access and responses 

Three participants reflected on the value of being able to access Talking Point 

whenever a problem or question arose, and the fact that responses were often also 

immediate. 

“Now if I have something that is worrying me, I know that I have 

immediately got someone to talk it over with” [P8] 

2.6 No time restrictions 

Three participants commented on the fact that Talking Point can be accessed 

24 hours a day, and that use of Talking Point is not time limited, as a more 

conventional form of support would be.  

“I think professional support is generally very time limited. And 

Talking Point isn’t time limited” [P2] 

2.7 Geography is unimportant 

 Three participants noted that on Talking Point, it does not matter where users 

are located. One participant lived outside the UK, and one had previously lived 

outside the UK, and both reflected on the benefits of Talking Point in their situation. 

“Particularly with me being mobile around the world as well as the 

country, it’s offered a support that I wouldn’t have had otherwise” 

[P7] 

Domain 3: Learning Outcomes 

All participants identified learning outcomes from using Talking Point, and 

many reflected that what they had learned on Talking Point had helped them to 

become better carers.  
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 3.1 Practical learning and information 

 All eight participants commented that Talking Point had provided them with 

practical advice and information. This ranged from information about Attendance 

Allowance, to information about how to deal with people with dementia turning on 

an empty microwave, to one participant buying her father a cat. 

“Off Talking Point, someone said that animals are really good. So I 

got him a kitten… It was absolutely brilliant, and I thought “thank 

God for Talking Point” because when my mum had to go out, he had 

the kitten to talk to, and the kitten to play with, and the cat even now.” 

[P3] 

 3.2 Learning how the dementia might progress and what to expect 

 Five participants noted that Talking Point had provided them with 

information about how their family member’s dementia might progress and what to 

expect in the future. For some participants, this meant that when certain events did 

occur, they were more prepared for them and thus less anxious when they did occur. 

“That happened three times in the last few weeks, where [husband] 

hadn’t known where he was. And it has been stressful for him. But had 

I not known about it, I might have worried more. But having read 

about it [on Talking Point], I thought, mmm, yes, things do happen” 

[P6] 

For others, this information meant that they felt forewarned and therefore 

forearmed in terms of the next stages of the dementia. 

“When you’re reading it, you’re thinking “I’ve got all this to come”, 

but at the same time, you’re planning” [P3] 



81 
 

One participant expressed sadness that through what she had read on Talking 

Point, she had started to look for certain behaviours in her husband.  

“I now look for the kind of problems that other people are having, 

that I am not having… And so that saddens me in a way that I possibly 

know more and am looking for things, and really I shouldn’t be” [P6] 

1.3 Developing a better understanding of the person with dementia, and 

consequently becoming a better carer  

Seven participants reflected that what they had learned on Talking Point had 

helped them to understand more about dementia and so become better carers. 

“I’m understanding more of what he does” [P1] 

“I’m more understanding. I don’t fly off the handle” [P4] 

“I don’t reason with her any more, I agree, and I can steer the 

conversation, and I know the kinds of things to say and the kinds of 

things to stay away from. And I think I’m a much better person for 

Talking Point. A much better companion for my wife, I know that.” 

[P5] 

  Discussion 

 This mixed-methods study evaluated Talking Point, the Alzheimer's Society's 

online support forum for carers of people with dementia. Changes in the quality of 

the relationship were examined, and it was found that there was an improvement in 

the carers' quality of relationship with the care recipient after 12 weeks. The 

hypotheses that after 12 weeks of forum usage, users' anxiety and depression would 

decrease, were not supported. It is noteworthy, however, that depression and anxiety 

levels did not increase. In interviews with users of Talking Point, they reported a 
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range of benefits from using Talking Point, as well as a small number of less positive 

experiences.  

The quality of relationship with the person with dementia improved after 12 

weeks of forum usage. Qualitative results provide some insight into how Talking 

Point may have improved the carers’ relationship with the person with dementia, for 

example through carers learning more about how to interact with someone with 

dementia and feeling as though the information that they had gathered helped them to 

become a better carer. Many participants’ forum usage level was low, and it is 

possible that for some participants, being aware of Talking Point as a resource that 

was available should they wish to use it, was enough to improve the quality of their 

relationship with the person that they were caring for. There may also have been 

another variable involved: it is possible that those who signed up to Talking Point 

were people who had made the decision to learn and develop as much as possible in 

their role as a carer, and these individuals were motivated to have a good quality 

relationship with the person with dementia.  

 The findings in the literature regarding carers' psychological wellbeing over 

time are mixed. This complicates interpretation of the finding that anxiety and 

depression remained relatively stable over the 12 week study period. There is a range 

of models for how carer wellbeing might progress over time. The wear-and-tear 

model postulates that carer psychological health deteriorates progressively as the 

care recipient's functioning decreases; the adaptation model suggests that carer 

psychological health either increases or stabilises over time as the person with 

dementia deteriorates; the trait model suggests that because the carer has "stable 

resources" such as coping strategies, that do not change over time, their mental 

health remains relatively stable (Pot, 2004). Just as a number of factors have been 
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shown to affect the level of psychological wellbeing in dementia carers (see, for 

example, Janevic & Connell, 2001), it seems that the pattern of progression of 

psychological distress in these carers is also affected by a range of factors. These 

include intrinsic variables, such as carer gender (Schulz & Williamson, 1991) and 

more contextual factors such as the relationship between carer and care recipient, for 

example whether the carer is the care recipient's spouse or their child (Zarit & 

Whitlatch, 1992). This complicates interpretation of the present findings as these 

factors varied across the sample.  

 Overall, the usage level of Talking Point was low amongst participants. It is 

likely that any potential benefits of the forum would have been greater if usage had 

been higher. Other research has found an association with online support usage level 

and outcome. For example, Houston, Cooper and Ford (2002) found that reduction in 

depression was correlated with usage levels of an online support group for 

depression. It may be that if usage levels had been higher, a reduction in anxiety and 

depression may have been found. It is, however, also possible that Talking Point 

simply does not affect users’ levels of depression and anxiety, and that interventions 

for carers of people with dementia need to be multicomponent in nature to bring 

about changes in anxiety and depression (Beauchamp, Irvine, Steeley & Johnson, 

2005; Pillemer & Suitor, 2002).  

With regards to changes at the individual level, for all three measures most 

participants’ scores neither reliably improved nor reliably deteriorated. More 

participants reliably improved than reliably deteriorated. Given that research 

suggests that the relationship quality is likely to deteriorate over time (see, for 

example, Gallagher-Thompson et al., 2001; de Vugt et al., 2003), although this 

research only covered a 12 week period, this finding is encouraging. Although 
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research into the trajectories of anxiety and depression is more mixed (Pot, 2004), 

this is also an encouraging finding in relation to these measures.   

Qualitative information provides more detailed insight into carers' 

experiences of using Talking Point. Mixed-methods studies have been used 

previously in carer intervention research for similar reasons (for example, Torp, 

Hanson, Hauge, Ulstein, & Magnusson, 2008). The eight carers interviewed were 

generally very positive in the way that they spoke about Talking Point. Their reasons 

for using Talking Point echo findings from previous research, where content analysis 

has found that the primary functions of such groups are to exchange information, 

connect to others, and to obtain emotional support (Mo & Coulson, 2012).  

For interviewees, the fact that other users of Talking Point were in a similar 

situation to them had a range of benefits, as well as a few disadvantages. For many 

carers, the realisation that they were not alone in caring was a benefit for them. 

Carers of people with dementia frequently report feelings of isolation and inadequate 

social support (Stoltz et al., 2004), but interview participants reported that using 

Talking Point reduced their sense of isolation and loneliness. They reported that 

being able to share with others and “let off steam” was another benefit. They also 

reported feeling more normal when they heard that other users had experienced 

events or emotions similar to those that they had. Goffman’s (1963, p31) work in 

relation to stigma can perhaps be applied in this context as well: “he will find that 

there are sympathetic others who are ready to adopt his standpoint in the world and 

to share with him the feeling that he is human and ‘essentially’ normal in spite of 

appearances and in spite of his own self-doubts”. A number of Yalom’s (1985) 

therapeutic factors from groups were reported by interviewees, including: 

universality, altruism, guidance, imparting information and catharsis. 
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Interview participants reflected that other users of Talking Point had 

experience of dementia, and so were understanding of the struggles that they faced. 

Coreil, Wilke and Pintado (2004) and Gray, Fitch, David and Phillips (1997) 

similarly found that relationships forged in support groups were founded on a unique 

understanding of the experience of the illness, which cannot be replicated in those 

who have not experienced the illness.  

Social Comparison Theory, initially proposed by Festinger (1954) suggests 

that we have a drive for accurate self-evaluations, which we base on comparison of 

others. It seems that this process is at work on Talking Point. Several interviewees 

noted that seeing that others were worse off helped them to feel better about their 

own situation. No interviewee mentioned comparing themselves to individuals who 

were in a better situation than they were. Benefits of downward comparison have 

been seen in other studies of online support groups for health conditions (for 

example, Locock & Brown, 2010; van Uden-Kraan et al., 2008). However, for 

several participants, reading the stories of other users who were in worse situations 

was a very distressing experience.  

Interviewees reportedly derived benefit not only from receiving support and 

information, but also from being able to help others. The “helper therapy principle” 

(Riessman, 1997) has been discussed extensively in relation to peer support. Put 

simply, the principle is that people help themselves by helping others. Roberts et al. 

(1999) evaluated a mutual support group for individuals with serious mental health 

problems, and found that giving help to others in the group predicted improvements 

in psychosocial adjustment. A number of mechanisms have been suggested for why 

helping others is beneficial, including that providing help can increase feelings of 

competence, equality, social usefulness, independence and social value, as well as 
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allowing individuals to view themselves as having strengths as well as needs 

(Roberts et al., 1999). This sort of benefit would not be available in a one-to-one 

professional support context and is perhaps therefore a benefit that is unique to peer 

support. 

Using thematic analysis of forum posts, Barak and Dolev-Cohen (2006) 

found that, on an online support forum for suicidal and severely distressed 

adolescents, the higher the number of posted messages and replies, the lower the 

level of distress manifested by users in the following months. In the present study, 

interviewees reported feeling that they benefitted from using Talking Point without 

actually needing to post, although this reported benefit may not necessarily have 

been a reduction in distress. A study by Malik and Coulson (2011) found that both  

“lurkers” and “posters” on an online infertility support group reported gaining a 

range of benefits that were unique to online support, lending weight to the argument 

that reading messages may be as beneficial as interacting with the group. 

Interview participants mentioned features and benefits of Talking Point that 

could be considered to be in contrast to other, more traditional services. A number of 

interviewees reflected that the type of information and support available on Talking 

Point was either not available to them elsewhere, or that they would not wish to 

obtain it elsewhere. Gray et al.’s (1997) study of peer support for women with breast 

cancer similarly found that some of the information gained from the peer support 

group would and should not be expected to be gained from healthcare professionals. 

It may therefore be that Talking Point either works as a useful complement to other 

services, and/or that it offers a service to people who may not access other services, 

and so fills a unique niche. A number of interviewees were not the main carer of the 
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person with dementia, and it may be that more traditional services are therefore not 

available to them as they would be to primary carers.  

Talking Point’s anonymity provided a number of interviewees with the 

freedom to say more than they felt that they would be able to with people that they 

knew, or in a face-to-face context. This has been referred to as the online 

disinhibition effect (Suler, 2004), and brings with it a range of advantages and 

disadvantages. It may have been that those users who were able to be more open 

about their feelings were consequently able to receive more emotional support from 

their peers online than from friends and family. However, several interview 

participants also described posts on Talking Point that they considered to be 

judgemental or inappropriate. It is important that online support forums are 

moderated so that the more toxic online disinhibition effects (Suler, 2004) can be 

controlled as much as possible. Talking Point has a number of volunteer moderators 

who several interview participants felt were a great help in such situations. In 

addition, some participants commented on the fact that Talking Point provided them 

with the control to only read posts that they wanted to. This most likely goes some 

way to minimise the distress of reading other posts that are either considered to be 

judgemental or that users find to be upsetting.  

All participants interviewed reflected that they had learned a range of things 

from Talking Point, and this was often in the form of information that might not be 

available from more traditional information sources, or individuals would not wish to 

ask professionals about. Again, this highlights that online peer support may fill a 

unique niche for carers of people with dementia.  

A number of participants noted that reading other people’s posts on Talking 

Point helped them to learn more about how the dementia might progress and so be 
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better prepared for events that might occur in the future. Participants also spoke 

about finding some posts too distressing and not wanting to read them. This suggests 

something of a tension between wanting to read posts to gain information about 

dementia, but also an avoidance of some of this information. For carers of people 

with dementia, managing uncertainty about the progression of the dementia is not 

necessarily a straightforward task. With a disease that involves worsening of 

symptoms over time, more information and therefore less uncertainty about the 

future can provide relief, but it can also cause distress, and more information is not 

always positive. This finding has also been found in a study of support groups for 

people with Motor Neurone Disease, another disease where there is no prospect of 

recovery, and their carers (Locock & Brown, 2010).  

Participants described not only gaining practical information from using 

Talking Point, but also learning more about how to interact with someone with 

dementia, and so becoming a better carer or companion. It is noteworthy that the 

outcomes from using Talking Point, as reported by interview participants, not only 

benefited the carers but also may perhaps have benefited the person with dementia as 

well, in that the care they received may well have improved.  

Limitations  

 One surprising finding from the research was that forum usage levels were 

generally very low. A large minority of participants said that they did not visit the 

forum at all over the research period, and many more said that they visited only a 

handful of times. Having said that, usage data was also based on retrospective self-

report, which brings into question its accuracy. One might anticipate that if the forum 

were to be of benefit to carers, higher levels of engagement with it would result in 

greater benefits. However, this study perhaps provides a realistic picture of carers' 
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level of forum usage. Indeed, as a number of interview participants noted, one of 

Talking Point's benefits for them was that they could log on as little or as often as 

they wished.  

Although the psychometric properties of the GAD-7 and the PHQ-9 have 

been extensively investigated, the psychometric properties of the SQCRC are 

somewhat limited, which means that the findings in relation to this measure must be 

interpreted somewhat tentatively. 

 It would have been ideal to have a longer time period between baseline and 

the second survey to get a clearer picture of the longer term effects of Talking Point.  

In addition, interviews were conducted with participants who reported using Talking 

Point more than six times during the 12 week study period. The experiences of those 

who used the forum less, or disengaged from using the forum, may well have been 

different to those of interview participants.    

Although the fact that participants were receiving various levels of additional 

formal and informal support in their roles as carers is a realistic picture of the people 

who use Talking Point, it does further complicate and limit the scope of conclusions 

that can be made about the specific role of Talking Point. Participants were carers in 

a range of different situations and it was beyond the scope of this study to consider 

all of these variables, although it is likely that many of these, such as number of 

hours spent caring and relationship with the person with dementia (e.g. spouse or 

parent), could have affected their engagement with, and the benefits that they derived 

from, Talking Point.  

Only around 3% of possible participants took part in the research. These 

sampling issues inevitably limit the extent of conclusions that can be made, and the 

extent to which quantitative findings from the present research can be generalised. 
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The lack of a control group in the present research also means that findings cannot 

necessarily be attributed to forum usage.  

 One reason for the discrepancy between qualitative and quantitative findings 

is that all eight interview participants reflected positively on the practical benefits of 

Talking Point and the information and advice that they had gained, while all three 

outcome measures used in the research investigated psychological and interpersonal 

factors. While the receipt of useful practical advice may have had an impact on these 

outcomes, it may be that for some users, gaining practical advice was the only 

benefit of visiting Talking Point, but that this was of great importance to them. Some 

interview participants said that they did not want or require emotional support and 

that they used Talking Point for practical advice. This raises questions about why 

people visit Talking Point and what they are seeking to gain. It highlights that 

outcome measures must both capture what is important to carers (Magnusson, 

Hanson & Nolan, 2005; Schulz et al., 2002), as well as the aims of the intervention.  

Implications 

Qualitative data suggests that some of the benefits of using Talking Point are 

unique to peer support or group therapy, such as feeling as if one is not alone and 

feeling that others understand because they have experience; and some of the 

benefits are unique to online support, such as being able to be more honest about 

one’s struggles in an anonymous online environment. Clinicians may therefore wish 

to direct carers to such online peer support forums in order for carers to experience 

these unique benefits. In an economic climate where costs are being cut and services 

are often being reduced, online peer support is likely to become more prevalent and 

may well be the only support that some carers receive. It is therefore important that 
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this area continues to be researched so that carers can derive maximum benefit from 

online peer support forums.    

Future research would benefit from investigating in greater detail what 

outcomes are important to carers and specifically consider these outcomes in the 

evaluation of online carer support interventions. In addition, more research needs to 

be done into whether different types of carers (e.g. according to gender and ethnicity) 

derive different types or levels of benefit from online peer support forums, since 

evidence from previous research (e.g. Eisdorfer et al., 2003; Mahoney et al., 2003) 

suggests that interventions do not affect carers uniformly. In order that carers receive 

the best support possible, it would also be worthwhile investigating whether there are 

certain types of support that work well when offered in conjunction with online peer 

support and vice versa. Research suggests that interventions for carers of people with 

dementia are often most effective when they are multicomponent in nature 

(Beauchamp et al., 2005; Pillemer & Suitor, 2002), although inevitably this makes 

evaluation and attribution of any observed effects more complex (Schulz et al., 

2002). 

Conclusions 

This research found that after 12 weeks of forum usage, users’ quality of 

relationship with the person with dementia improved. It did not find a reduction in 

anxiety or depression after 12 weeks of forum usage. Qualitative data from 

interviews with users of Talking Point highlighted a number of positive experiences 

and benefits that users felt that they had gained from using the forum, including 

emotional support, practical advice and information, as well as becoming a more 

effective carer of the person with dementia. Many of these reported benefits and 

experiences are unique to online peer support. Further research into online peer 
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support for carers of people with dementia is needed in order that such support can 

be designed so that carers derive maximum benefit.  
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Introduction 

This critical appraisal reflects on some of the issues that arose from the 

evaluation of Talking Point. It considers: the evaluation of interventions for carers of 

people with dementia; the challenges of conducting research in a non-face-to-face 

context; the interview process; the extent of conclusions that can be drawn from the 

research and; future research.  

Evaluation of interventions for carers of people with dementia 

An issue raised by the present research, which is echoed in a number of other 

research studies and reviews, is that of measurement of outcome from interventions 

for carers of people with dementia (for example, Schulz et al., 2002). The wide range 

of outcome measures used across studies makes direct comparison of the 

effectiveness of interventions difficult, and also raises questions about why certain 

outcome measures are used. Aims of these carer interventions are not always clearly 

defined, which can bring into question why particular outcome measures were 

selected over other possible areas to investigate.  

On reflection, I wonder whether this ambiguity is something that I was guilty 

of perpetuating in the present research. The measures I selected made sense 

conceptually, in that research shows that carers are at risk of depression and anxiety 

(Schulz & Martire, 2004) and that high levels of expressed emotion are predictive of 

increased negative behaviours in the person with dementia over time (Vitaliano, 

Young, Russo, Romano & Magana-Amato, 1993), and it would therefore make sense 

to investigate whether a carer intervention improved these factors. However, carers 

are also at risk of other problems, such as high levels of carer burden (Torti, 

Gwyther, Shelby, Friedman, & Schulman, 2004), and the negative effects of caring 

on social, family and professional life (Schulz, O’Brien, Bookwala & Fleissner, 
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1995), and I did not investigate these areas. Inevitably, of course, in such a complex 

situation, one cannot measure every possible area, and the desire to collect a large 

number of outcome measures must be tempered by the knowledge that participants 

will be put off by lengthy surveys. However, I do not feel that I chose these areas of 

outcome based on any explicit aims of Talking Point. 

The Talking Point users who were interviewed all told me about their 

practical learning and improvements in their skills as a carer resulting from using the 

forum. Overall, they were positive about Talking Point and the benefits that they felt 

they derived from it. However, none mentioned feeling less depressed or anxious as a 

result of using Talking Point. It may well be that their reasons for, and benefits of, 

accessing Talking Point were at odds with the outcomes that I chose to measure. 

Qualitative results suggest that the forum is important for a range of other reasons, 

such as learning about how to interact with someone with dementia and feeling that 

one is not alone as a carer, and that such benefits might not be available from other 

sources. This highlights the importance of qualitative research in understanding more 

about what carers want from interventions and what they perceive the benefits to be.  

Qualitative research with carers may help to inform which outcome measures 

are used in future measurement of the effectiveness of carer interventions, looking at 

outcomes that are meaningful to carers (Magnusson, Hanson & Nolan, 2005; Schulz 

et al., 2002), although many of the benefits reported in the present interviews may be 

less tangible and more difficult to conceptualise in a formal outcome measure. This 

is particularly problematic in an environment where benefits of interventions often 

need to be proved quantitatively in order to secure funding. This is further 

complicated by the fact that one of Talking Point’s advantages may be that different 

carers use the forum for different reasons, and derive different benefits from it. For 



103 
 

example, some may make use of the emotional support, while others appreciate the 

practical advice and support. Qualitative data certainly contributes to the 

development of theory about online peer support, however. This may well be why 

much research into this new but growing area is currently qualitative.  

In addition to the aims of interventions, it is also pertinent to consider for 

whom the intervention is intended to be effective. Carer interventions may benefit 

the carer, the person with dementia, and there might also be wider cost saving public 

health benefits, such as reduced institutionalisation of people with dementia. 

Inevitably this will affect the outcome measures that are used. These factors must be 

considered carefully in the planning and evaluations of support for carers of people 

with dementia.   

The challenges of conducting research in a non-face-to-face context 

All outcome measures were collected online, and all but one of the participant 

interviews were conducted over the telephone, with one being face-to-face. Due to 

the fact that I collected data remotely, I felt somewhat detached from the data 

collection process; I was able to sit at home and wait for survey responses to come 

through, and interviewed seven participants from the comfort of my own home. I 

also felt somewhat powerless in terms of recruitment; although I managed to recruit 

sufficient numbers of participants, there were times during data collection when it 

seemed that there might not be enough participants. Apart from asking the Talking 

Point Manager to advertise the research on the Alzheimer’s Society’s Facebook and 

Twitter pages, there was not much that I was able to do in order to improve 

recruitment.  

A benefit of online recruitment was that more participants could be recruited 

and they came from a wide geographical area, including some participants who were 
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resident outside of the UK. Given that Talking Point is an online support forum, it 

was appropriate to ask users to complete the survey online, and indeed there is an 

argument that online interventions should be evaluated online in order to maximise 

validity (Murray et al., 2009). This method also brought with it a number of 

challenges, however. I had to trust that participants did indeed meet the inclusion 

criteria for the study as I was not able to meet them and assess this personally 

(Wright, 2005). Five participants were excluded on the basis of their questionnaire 

responses (for example saying that they were the person with dementia rather than 

the carer), but there may have been others whom I missed. I do not know much about 

any possible differences between those Talking Point users who chose to take part in 

the research, and those who did not, as I did not approach them  personally to take 

part in the research. There may well be differences between those who self-selected 

to take part in the research and those who decided not to (Wright, 2005). The 

representativeness of the research and the extent of conclusions that can be drawn are 

considered below.  

 Interviewing participants over the telephone about their experiences of being 

a carer and of using Talking Point was challenging. Although all interviewees talked 

openly about their experiences, I felt that the one face-to-face interview that I 

conducted generated somewhat richer data, and enabled the participant to be more 

open and reflective about her experiences. I felt better able to empathise when 

interviewing in a face-to-face context, the conversation felt more natural, and the 

interview easier to conduct. I was better able to make use of additional social cues, 

and the face-to-face context made it easier for us to react to one another 

(Opdenakker, 2006). Conversely, telephone interviews made it harder to create a 

good interview environment. I found it harder to pause to think about follow-up or 
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probe questions, as pausing on the telephone can be more difficult than in a face-to-

face context. Several interview participants were more distracted than they would 

have probably been in a face-to-face context, for example, moving around their home 

while speaking with me. One participant was speaking with me on the phone in a 

small flat, and he explained that his wife was in the room as well, and so he did not 

feel able to say everything that he would have liked to. It may be that better quality 

data, or perhaps different data, would have been gathered by interviewing 

participants face-to-face. Interviewing people over the telephone is, however, likely 

to be more cost effective, and can reach a wider number of participants, so does 

provide a number of practical advantages. 

The interview process 

Throughout the research process, I was struck by the openness and 

willingness of participants to help. Seventy-five of the initial 119 eligible participants 

expressed an interest in being interviewed about their experiences of using Talking 

Point. Most survey participants said that they wanted a summary of the research 

results. Although in the end she was unable to be interviewed, one participant 

expressed willingness to be interviewed even when one of her two sisters suffering 

from dementia had recently died. Some interviewees asked for their £10 “thank you” 

voucher for being interviewed to be donated to the Alzheimer’s Society; many asked 

if they could help with any other research; several asked me to get back in touch if 

they could help with anything else in relation to my thesis; some sent me follow-up 

emails thanking me for the interview and wishing me all the best with my research. 

They were happy to be honest and open about the challenges of caring and about 

their difficult thoughts and feelings in relation to this. I felt encouraged that my 

research was of real and meaningful importance to the people that I interacted with.  
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Although questions could be raised about whether this group of interviewees 

was representative of all of Talking Point’s users, my experiences of interviewing 

these eight individuals did give me the sense that because caring for their loved one 

was such a significant part of their life, they wanted to contribute to research in this 

area as much as possible. This helped me to feel that the research was of real value to 

carers, and also that it was a reflection of how highly they valued Talking Point. A 

number of participants also reported feeling that however pleasant other friends and 

family might have been, they did not really understand their struggles and the 

challenges that they faced, and I hope that their experience of being interviewed was, 

along with interacting with other carers on Talking Point, another experience of 

feeling understood.  

The extent of conclusions that can be drawn from the research 

The number of potential participants who chose to take part in the research 

was estimated to be as low as 3%, and this certainly raises questions about the 

representativeness of the sample in the present research. These sampling issues limit 

the extent to which findings and conclusions can be generalised. In order for research 

into online peer support to be as beneficial as possible, it is important that the issue 

of low response rates in surveys is given some attention and that ways of increasing 

participation in such research are considered.   

In the second survey, participants self-reported their usage data from over the 

12 week study period. Initially, I emailed each participant at fortnightly intervals to 

obtain their usage data, but this did not yield sufficient responses to provide any 

meaningful data. It was therefore decided to include overall usage questions in the 

final survey. Although this inevitably generated more data than the initial strategy, 

the accuracy of this data must be considered; apart from those who never visited the 
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forum, remembering number of forum visits and minutes spent on the forum over a 

12 week period could only ever be approximate at best. Correlational data 

investigating changes in outcome measures and usage level may therefore not be 

very meaningful.  

Overall, reported forum usage levels were low. Although this may well be 

representative of new users of Talking Point, this does mean that outcome data is 

based on limited levels of forum use. This provides another possible explanation for 

why changes in anxiety and depression were not found after 12 weeks of forum 

access or usage. It is likely that the 17 people who reported that they had not used 

Talking Point at all over the 12 week study period visited Talking Point once and 

signed up, but then decided not to make use of it. This may be the pattern of 

behaviour for a number of people visiting online support forums, perhaps 

investigating the forum and then deciding not to make use of it. Although research 

with new users allows for measurement of outcome at baseline before the forum has 

been used, and again after a period of forum usage, it may be that future research is 

better conducted with existing users of forums, who are established in their use of the 

forum and have made the decision to engage with it.  

This research did not have a control group. The use of a control group would 

have made it easier to draw conclusions from the quantitative data and meant that it 

may have been clearer whether any changes in outcome could be attributed to usage 

of, or access to, Talking Point. When researching interventions such as Talking Point 

that are freely available, however, it is likely that any control group participants may 

well have simply found another online support forum or freely available support 

mechanism to make use of.  
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Future research 

I hope that research into informal, non-professional types of helping will 

continue to develop, and I hope that the present research has highlighted the value of 

mixed-methods research in understanding more about both the processes and 

outcomes of online peer support. Research in this field is complicated by a number of 

factors, including the fact that most users will be accessing other forms of support, 

the fact that people may use such forums for a range of different reasons and so 

derive different individual benefits, and there will be vastly different levels of forum 

usage and engagement. Future research would benefit from having large sample sizes 

and investigating whether different types of cares both seek and derive different 

benefits from online peer support forums, whether online peer support works 

particularly well when used in conjunction with other specific interventions, and 

what are the specific factors that lead to positive changes for carers.  

Summary 

  Online support forums for carers of people with dementia provide a number 

of practical and logistical advantages over more traditional support mechanisms. The 

present research suggests that some of these benefits are unique to online peer 

support. There are a number of challenges associated with research in this area that 

need to be considered in order that future research into this growing area is as 

effective as possible.  
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Screenshot of research advertisement on Talking Point homepage 
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Information sheet as seen on survey website 
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Appendix 6: 

 

 

Consent form as seen on study website 
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Email sent to those who scored in the “severe” range on GAD-7 and/or PHQ-9 
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Dear [name], 

 

Many thanks for taking part in the UCL research study, ‘The impact of an online 

support forum for carers of people with dementia’. As you will probably remember, 

the research began with you filling in some questionnaires about your mood and 

about caring. 

 

As part of our ethical requirements for the project, it is our duty to contact people 

whose questionnaire scores indicate that they may be experiencing somewhat higher 

levels of distress. Your replies to the questionnaires suggested that you might be 

feeling distressed and that you might find it helpful to seek additional support. If you 

do feel that professional help would be beneficial, you may find it useful to visit your 

GP and speak with them about this. 

 

If you would like to talk over why you have been sent this email, or if you have any 

other questions about this email or the research in general, you are welcome to 

contact me by replying to this email. 

 

Best wishes, 

 

Vicky McKechnie, MSc 

Trainee Clinical Psychologist 
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Demographic questions as seen on survey website 
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The scale for the quality of the current relationship in caregiving 
 

 

  



133 
 

 

 

Please think about your relationship with 

the person you are caring for and answer 
the following questions by ticking the 

appropriate box.  Please tick one box in 

each row.   

 

 

 

Totally 
disagree 

Disagree Not sure Agree 

 

Totally 

agree 

1. My relative and I often spend 

time together in an enjoyable way. 

     

2. My relative and I often 

disagree. 

     

3. There is a big distance in the 

relationship between my relative 

and myself. 

     

4. My relative and I accept each 
other as we are. 

     

5. If there are problems my 

relative and I can usually resolve 
these easily. 

     

6. I get on well with my 

relative. 

     

7. My relative and I are tender 
towards each other. 

     

8. My relative often annoys me.      

9. I feel very good if I am with 

my relative. 

     

10. My relative and I often try to 

impose our opinions on each other. 

     

11. I blame my relative for the 

cause of my problems. 

     

12. My relative and I appreciate 

each other as people. 

     

13. My relative does not 

appreciate enough what I do for 
him/her. 

     

14. I am always glad to see 

him/her if I have not seen him/her 

for some time. 
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GAD-7 questionnaire 
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  Over the last 2 weeks, how often have you   

  been bothered by the following problems? 

     

Not  
at all 

Several 
days 

More than 

half the 

days 

Nearly 
every day 

1.  Feeling nervous, anxious or on edge 0 1 2 3 

2.  Not being able to stop or control 

worrying 

0 1 2 3 

3.  Worrying too much about different 

things 

0 1 2 3 

4.  Trouble relaxing 0 1 2 3 

5.  Being so restless that it is hard to sit 

still 

0 1 2 3 

6.  Becoming easily annoyed or irritable 0 1 2 3 

7.  Feeling afraid as if something awful  

     might happen 

0 1 2 3 
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PHQ-9 questionnaire 
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  Over the last 2 weeks, how often have you   

  been bothered by the following problems? 

     

Not  
at all 

Several 
days 

More than 

half the 

days 

Nearly 
every day 

1.   Little interest or pleasure in doing 
things 

0 1 2 3 

2.   Feeling down, depressed, or 

hopeless 

0 1 2 3 

3.   Trouble falling or staying asleep, or 
sleeping too much 

0 1 2 3 

4.   Feeling tired or having little energy 0 1 2 3 

5.   Poor appetite or overeating 0 1 2 3 

6.   Feeling bad about yourself — or 
that you are a failure   or have let 

yourself or your family down 

0 1 2 3 

7.  Trouble concentrating on things, 

such as reading the newspaper or 
watching television 

0 1 2 3 

8.  Moving or speaking so slowly that 

other people could have noticed?  Or 
the opposite — being so fidgety or 

restless that you have been moving 

.around a lot more than usual 

0 1 2 3 

9.  Thoughts that you would be better 
off dead or of hurting yourself in some 

way 

0 1 2 3 
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Interview schedule 

  



139 
 

 

 
Interview Schedule 

Thank you for agreeing to speak with me today about your experiences of using Talking 

Point. I expect that the interview will take about an hour, during which time I’ll be asking 

you some questions about your experiences. I know that we will be talking about things 

that could be upsetting, and I want this interview to feel comfortable for you. If there are 

any questions that you would rather not answer, that is absolutely fine. And if you wish to 

stop the interview at any stage, this is also fine. The interview will be audio recorded and I 

will later type up this conversation. But it will be anonymous because you will not be 

identified by name. Instead you will be given a participant number? 

Do you have any questions before we begin? 

 

Introductory questions: 

1. How would you describe your main experiences of being a carer? Main difficulties 

and struggles? 

2. What made you want to visit Talking Point? 

 

Overall comments on Talking Point: 

3. Generally, how do you feel about Talking Point? 

4. Is there anything that you like or find particularly useful?  

  Prompt: Why is it useful? 

5. If you have posted on Talking Point, what led you to decide to make your first post? 

6. Is it more useful to read about others’ difficulties or seek support with/post about 

your own difficulties? 

7. Is there anything that you do not like about Talking Point? 

  Prompt: Why not? 
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8. Is there anything that you have not found useful? 

Prompt: Why not? 

 

Experiences while using Talking Point: 

9. How much do you feel part of Talking Point? 

10. How much do you feel that other users are similar to you? 

11. Do you feel that Talking Point is dominated by certain people, or do lots of different 

people have a voice? 

Do you think that the frequent users set the tone for the site? Or set any 

unwritten rules about how the site is used? 

12. It seems that Talking Point is used in a number of different ways. Some of the posts 

relate to information, advice and practical issues that people need support with, 

such as advice about bed rails. Posts also include more emotionally supportive 

comments, such as encouraging and supporting someone else who is struggling.  

How do you find the balance of practical support and emotional support on Talking 

Point?  

  a) Is one more helpful to you than the other?  

  b) Do you make use of one more than the other? 

c) When you read other people’s posts, do you have any preference for 

reading practical/emotional messages? 

13. Would you say that there are any specific things about being on Talking Point that 

you find particularly helpful? 

Prompt: e.g. knowing that there are other people in the same position / 

imparting or receiving information / feeling part of the group/ feeling able 

to help others / sharing experiences / being able to be                         

honest with people… 
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14. Any things that you find particularly unhelpful?  

Prompt: e.g. feeling criticised or disrespected / content of posts making you feel 

worse, e.g. from hearing about others’ difficult experiences.  

15. Do you feel safe using Talking Point? 

 Prompt: Do you have concerns about privacy or confidentiality? 

 

Outcomes after using Talking Point: 

16. Has Talking Point has made a difference to you? 

 Prompt: Any positive differences? Any negative differences? 

17. Have you learned anything from using Talking Point? 

18. Has Talking Point changed the way that you feel about yourself as a person? 

19. Has Talking Point changed the way you feel about yourself as a carer? 

20. Has Talking Point changed the way that you see the person you are caring for? 

21. Has Talking Point changed your actions in any way? 

  a) Behaviour towards person who you are caring for? 

  b) Other relationships? 

 

Other: 

22. What would you say to someone who was thinking of using Talking Point? 

Prompt: How would you describe Talking Point to a friend? 

23. Any other comments? 

24. Do you have any questions? 

25. How did this interview feel? 

 

Explain £10 voucher which I will post. Would you like this? It will contain a subject payment 

form which I need you to sign and send back. Don’t worry, although the form has a list for 
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many names and addresses, I will not send it to other participants, so they will not have 

your name and address. It is just so that the voucher can be covered on expenses. Thank 

you for your time.  
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A sample section of coded interview transcript 
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Initial coding Transcript Theme 
Reading how father may 
become  initial concern, 
but…; 
There will be someone out 
there having a worse day; 
Getting positive comments 

from someone else who is 
suffering; 
Supporting others feel 
better; 
 
Going on to TP just to read 
posts; 
 
 

TP gives me strength; 
 
 
Talking to others in the 
same situation 
 
 
 

 
Mum won’t use TP. She’d 
feel less alienated if she did 
 
Making friends 
 
 
 

 
 
 
 
 
 
 
 

 
 
TP gives you what you need 
at any particular time 
 
 
 
 
 

 
 
 
 
 
 
 
Feeling like you’re the only 

one 
 
 

 

P3: I mean the first time I was just reading other 

views thinking, oh god, is it going to be that bad, or, 

but then you do get strength from it, and even if 

you’re having a bad day, there is someone else out 

there having a worse day. So you can find yourself 

getting positive comments on there from someone 

else who is suffering, even though you are feeling it 

as well. If you boost somebody else, it makes you 

feel better in yourself anyway. So it’s a really 

good… I go on there just to read, not necessarily 

post, but… 

I: You’ve said a little bit, but generally, how do you 

feel about Talking Point? 

P3: I like it. I see it as a strength to me. It gives me 

strength. It is something that I can look into and I 

know that I am talking to people in the same 

situation, so it’s definitely good. And the fact that 

you go on there and there’s quizzes, and there’s… I 

mean, my mum won’t use it, because she’s scared 

that my dad will look at it or see it. My dad is not 

computer literate. But I think my mum would gain a 

lot from it [I: Yeah]. She wouldn’t feel so alienated 

if she used it. But I just do like it. And you almost 

make friends. It’s almost like a Facebook, because 

you can put pictures on it. And if someone’s gone 

missing, it’s there, you can help and support. I think 

it’s a fantastic support network. No, yeah, really 

good.  

I: And is there anything that you like or find 

particularly useful about Talking Point? 

P3: To be honest I only really go on the chat forum 

page. I have looked at the, I think there’s a recipe 

page, there’s a joke page, and the joke page can be 

quite amusing if you’re feeling really… So that’s 

quite cheerful, but there’s not a negative or a plus, 

it’s just something that you can key into that has 

something there that will give you what you need at 

that particular time.  

I: You talked a little bit about posting. Have you 

yourself posted on Talking Point? 

P3: I have. 

I: And one thing that the Alzheimer’s Society were 

quite interested to learn about was what it was that 

led people to make their first post if that makes 

sense, to take that leap and make a post. 

P3: I think somewhere along the line when there’s 

somebody who’s a carer for someone who’s got 

dementia, you do feel terribly alone, and you feel 

like you’re the only one that’s in that situation. So 

it’s somewhere that you can, it’s someone you can 

talk to, you can say, I mean I think my first one was, 

you know, I keep thinking that I want my dad to die, 

and I would never want my dad to die. But it’s 

something I could put on there, but I didn’t have to  

Other posts can 
be distressing 
 
 
Other users are 
worse off; 

Being able to 
support other 
users; 
 
Not necessarily 
needing to post 
to benefit 
 
 

 
 
 
Not the only one 
going through 
this 
 
 

 
 
Reduced 
isolation  
 
 
 
 

 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 

Reduced 
isolation 
 
 
 
Anonymous/not 
face-to-face 
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Sample interviewee feedback form 
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Talking Point Research – Participant feedback form 

Participant 7 summary 
Below are themes that I drew out from our interview, including some illustrative 
quotes 
 Theme: Talking Point provides information 

Quote: “our first reaction is, something is going on, we research it. Which 
is part of why I joined up with Talking Point. We find out as much as we 
can about what’s going on” 

 Theme: Being able to compare experiences to those of others 
Quote: “To find out how other people are finding things and you know, if 
my reactions are similar to others or if it’s me that’s out of kilter with 
things, or, you know, is what I’m feeling normal, do other people find 
similar difficulties” 

 Theme: Many users of Talking Point are in worse situations. This helps 
you to feel that you should be able to manage your situation 
Quote: “my goodness, some people are dealing with some incredibly 
difficult situations. And how on earth do they cope? And those situations, 
my goodness, the situation we’ve got at the moment is not that difficult, 
we ought to be able to work around it. We ought to be able to sort things 
out between us without wringing our hands and saying this is far too 
difficult.” 

 Theme: Talking Point provides information about what the future might 
look like and one can then plan 
Quote: “And just gleaning more and more information, and information 
about how the disease might progress. So in terms of information, things 
that are relevant to us right now, but also these are the sort of things we 
need to be thinking about. You know, let’s not just wait for a crisis and 
then try and sort things out. Let’s think in advance, what will we do in this 
situation, so it’s not just reactive, it’s proactive as well” 

 Theme: Everyone has experience. This can provide information and 
support 
Quote: “what’s useful is that it is a group of peers, so that anything you 
say, somebody’s going to have come across something similar… I think 
that’s very supportive” 

 Theme: Talking Point provides support that might not be available from 
family 
Quote: “My major difficulty as being the daughter-in-law, where [on 
Talking Point] I’ve felt I’ve been able to get emotional support which is not 
available within the family because people don’t see, see my role 
differently” 

 Theme: You can control what you read 
Quote: “I think if I look at the posts and it’s not useful, then I don’t read all 
of the replies and stuff. So I find it’s very easy to navigate and to from the 
titles pick up things that might be useful”; “you make your choices by what 
you read and what you respond to” 

 Theme: Talking Point as compared to a more “conventional” service 
Quote: “Well, it was while I was away that this discussion within the family 
about the POA was going on, so I was able to link in through Talking 
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Point and post the question even though I was physically many thousands 
of miles away. So you know, that was extremely useful”; “particularly with 
me being mobile around the world as well as around the country, it’s 
offered a support that I wouldn’t have had otherwise” 
 

 
How much did the themes listed capture your views from the interview? 

Please underline the number that best matches your answer.  

 

0 1 2 3 4 

Not at all A little Moderately Quite a lot Completely 

 

Was there anything missing from the list of themes?: 

 

Was there anything that needs changing?: 

 

Any other comments:  

 

 

 

 


