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ABSTRACT

Background: There is a need to improve dementia education to prepare future generations of healthcare
professionals to deal with the increasing challenges they will face. Time for Dementia is an innovative
undergraduate education program for medical, nursing, and paramedic students in the south of England.
Success of the program is dependent upon the participation of families (people with dementia and their
carers). This qualitative study seeks to explore the motivation and experiences of the families taking part in
the program.

Methods: A topic guide was developed to understand factors influencing motivation and retention.
A purposeful sample of participant families, who had at least 12 months of involvement in the program,
were selected from a cohort of 282 families and were invited to take part in an in-depth qualitative interview.
Interviews were audio recorded, transcribed verbatim, and analyzed using thematic analysis. This was
subsequently refined in an on-going process of analysis aided by the use of Nvivo 11. Interviewing stopped
when thematic saturation was reached.

Results: Eighteen families took part in an in-depth qualitative interviews. Four themes were identified from the
analysis. These themes weremotivators, value to family, value to the person with dementia, and student factors.

Conclusions: This study identifies underpinning factors that motivate families to join dementia education
programs and the impact of such programs upon them. We found that engagement in such programs can have
therapeutic benefits to participants, and do not cause harm. These findings can be used to strengthen
recruitment and enhance family involvement in similar programs.
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Introduction

The growth in the numbers of people with demen-
tia, and with it their need for healthcare, demands
that the future workforce needs to be sufficiently
skilled to work with people affected by the condi-
tion (Banerjee et al., 2016). Delivering good quality
healthcare to people with dementia in non-demen-
tia-specialist settings such as acute hospitals and
primary care can be complex. As patients in general
hospitals, people with dementia have particularly
poor outcomes, including extended hospital stays,

increased mortality rates, falls, functional deterio-
ration, disorientation, malnutrition, dehydration,
increased dependency, depression, and superim-
posed delirium (Dewing and Dijk, 2016). Barriers
to effective healthcare delivery to patients with
dementia include poor communication, lack of
co-ordination between professionals, and insuffi-
cient dementia awareness (Bunn et al., 2014), as
well as dehumanizing and unsatisfactory care
(Morhardt, 2014). Family carers of in-patients
with dementia have reported inadequate support,
that their contributions are not recognized, and the
overall hospital care of the people for whom they
care for to be unsatisfactory (Bunn and Sworn,
2012; Dewing and Dijk, 2016). There are equiva-
lent issues and needs in primary and community
care settings, and the need for all primary and
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community care professionals to have the skills and
knowledge to work compassionately with patients
with dementia and their carers has been widely
identified (Department of Health, 2013, 2016;
Downs and Lord, 2017).

A healthcare system and workforce must be
patient centered and equipped for people with
dementia and their carers (Banerjee, 2015; Depart-
ment of Health, 2009, 2015). One approach to
improve dementia education at an undergraduate
level is based on the longitudinal clerkship model
of healthcare education, whereby students have
contact over time with a patient with a long-term
condition, such as dementia (Alushi et al., 2015;
Banerjee et al., 2016). The majority of such pro-
grams are found in the United States, last no more
than 12 months, and are non-compulsory in nature.
There are encouraging positive impacts on learning
about dementia and attitudes toward it (Alushi
et al., 2015).

In view of this, in 2014, the Time for Dementia
(TFD) program was established as a component of
the curricula for medical, nursing, and paramedic
students at the Brighton and SussexMedical School
(BSMS) and the University of Surrey (Banerjee et
al., 2016). All students visit a person with dementia
and their family in pairs every three months for a
period of two years, as well as receiving supporting
lectures and reflective practice sessions. The pro-
gram is unique in four ways: first the inclusion of
multi-professional groups, second the compulsory
nature of the program, third the active involvement
of over 350 people with dementia with varying levels
of disease severity along with their carers, and finally
the collaboration between universities, the voluntary
sector (Alzheimer’s Society), and local NHS trusts.

While people with dementia and their carers have
been involved in different models of dementia edu-
cation, there is a gap in the literature as to their
subjective experience, and factors influencing their
engagement. The TFD program is reliant upon the
on-going recruitment and retention of large num-
bers of participant families, but increasingly educa-
tion programs will need to include people with
dementia and their families as mentors to build
accurate knowledge, positive attitudes, empathy,
and compassion. We need to know how best to
recruit and retain families affected by dementia in
educational programs of all sorts. There are equiva-
lent concerns about recruitment and retention in
research studies in dementia and the frail elderly,
in general. Data from such educational programs
may also be of value in understanding this (Mody
et al., 2008; Watson et al., 2014). Therefore, we
completed a qualitative study to enable us to under-
stand factors influencing family engagement by
addressing two specific research questions:

1. What are the factors that motivate families to join
the TFD program?

2. What factors contribute to the retention of families
in the TFD program?

Methods

Sample and Setting: The study took place in the
south of England in 2016. Participants came from
the 282 families, who had been part of the TFD
program for 12months, and had received three visits
from medical, nursing, or paramedic students.
Family participants were dyads of a person with a
diagnosis of dementia and their identified carer
(which included spouses, adult children, and other
family members, as well as friends). Families were
recruited to TFD by the Alzheimer’s Society, and
consent to take part in the educational program was
sought for both the person with dementia and their
carer. Family participants who had withdrawn from
the wider TFD program were excluded from this
research study. NHS Research Ethics approval was
obtained.

Procedure: After enrollment into the TFD pro-
gram, all family participants were invited to join the
related research study. Study information was pro-
vided, and families consented to being part of the
study. Capacity was assessed at all research visits,
and consultee opinion was sought if capacity was
assessed as lacking. Purposeful sampling was used to
approach an equal number of family dyads from
each of the four student cohorts at both universities
(two medical and two nursing/paramedic cohorts)
undertaking the program. Families were approached
for a joint (person with dementia and carer) inter-
view, although an opportunity for an individual
interview was also offered. During the final round
of interviews, further purposeful sampling was used
to approach participants with dementia who had a
lower level of cognitive impairment, as measured by
the Mini-Mental State Examination (Folstein et al.,
1975). We used a qualitative design and thematic
analysis that underpinned the analysis.

The interviews were conducted by ZC,MH, and
LH. The interviews, lasting between 30 to 60
minutes, were conducted with the person with
dementia and their carer together in their own
homes. A topic guide was developed from a review
of the literature and was subsequently amended
during the analysis phase. The topic guide explored
motivation to join the program, the experience of
the visits and of being involved in the program,
perceived student learning, and relationship with
students and program management. Interviews
were tape recorded, transcribed verbatim, and
checked for accuracy.
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Analysis: The analysis took part in four phases.
First, after the first nine interviews, ZC and SD
manually coded four transcripts each by categoriz-
ing meaningful segments of texts into descriptive
codes. They met together to review their respective
preliminary codes to identify areas of differences and
agree upon an initial coding framework and subse-
quent amendment to the topic guide.

Second, the next five transcripts were analyzed
using the initial coding framework, and a more
focused framework of nine themes was developed.
A decision was made at this stage to carry out
interviews with participants with dementia with
lower levels of cognitive impairment to facilitate
the recall of student visit details.

Third, nine further interviews were undertaken
and were analyzed with the support of the software
program, Nvivo version 11 (QSR International,
2015), which allowed for the sytematic collation
and review of the data grouped within each code.
This was reviewed on an on-going basis using con-
stant comparison techniques (Glaser and Strauss,
1967), which involved the researchers comparing
coding and data between earlier and new transcripts
in order to check on the use of codes for consistency
and to begin to identify the relationships that might
exist between different codes. No further interviews
were undertaken at this stage, as thematic saturation
was reached, where no new themes were identified
from the data. A final coding framework was agreed
from this final round of analysis and four themes
were agreed.

The fourth stage included the two researchers
discussing and developing an understanding of the

relationships between the themes in order to under-
stand initial engagement and continued participa-
tion in the TFD program. During this time, ZC and
SD met on a weekly basis to discuss and agree on
emerging themes.

The researchers maintained reflexivity in two
ways (Allsop, 2013). First, the analysis was under-
taken jointly by ZC and SD. SD provided regular
academic supervision to ensure that there were
ongoing opportunities for reflexivity and for dia-
logue and thorough discussion of emerging ideas,
perspectives, and assumptions, thus enhancing the
rigour of the research. Second, ZC maintained a
fieldwork diary in order to enable reflection of the
potential impact of her role as a medical student on
the research process.

Results

Participants: In total, 18 interviews were com-
pleted, involving 36 participants. The characteristics
of the person with dementia participants are shown
in Table 1, and carer participants are shown in
Table 2.

Overall findings: Four core themes, each with
subthemes, were identified from the data analysis:
motivators, value to family, value to person with demen-
tia, and student factors.

Theme one: Motivators
There were four sub-themes that acted asmotivators
to join the program. These were altruism, dementia
knowledge, understanding and recommendation.

Table 1. Characteristics of the person with dementia participants (n= 18)

CHARACTERISTIC TYPE NUMBER (%)
...................................................................................................................................................................................................................................................

Gender Female 11 (61)
Age 65–75 years 4 (22)

76–85 years 11 (61)
86+ years 3 (17)

Diagnosis Alzheimer’s Disease 12 (66)
Frontotemporal 1 (6)
Mixed Diagnosis 4 (22)
Dementia Unspecified 1 (6)

MMSE score 21–30 (mild) 9 (50)
11–20 (moderate) 8 (44)
0–10 (severe) 1 (6)

Ethnicity White/British/European 17 (92)
Black/African/Caribbean/ 1 (6)

Main/previous occupational group Administrative/secretarial 4 (22)
Skilled trades 2 (11)
Sales/customer services 2 (11)
Associate professional/technical 1 (6)
Manager/director/senior official 5 (28)
Professional 4 (22)
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Altruism was identified as many of those inter-
viewed reported that they had joined the program
because they felt they were helping others and
joining the cause of improving the treatment and
care of people with dementia in the future. Improved
dementia knowledge and awareness was an
important motivating factor. Many of the partici-
pants reported that they wanted to join the program
in order to educate students now, so that as future
health care professionals they will be more informed
and dementia aware.

“My aim is to make the world more aware of what
dementia is” (p.18, Person with Dementia).

Recommendation was also identified as almost
half of the participants were signposted to the TFD
program from a community professional such as
Alzheimer’s Society worker. Additionally, many of
the families joined on carer initiation, who would
sign up both the person with dementia and their self
to the program often with the belief that it would be
of value to the person with dementia.

“..if he (carer, husband) thinks of something and then
thinks it will be good for in the long run.. I might forget
it the next minute, but I know he’s talked to me about it,
so then that’s the way” (p.16, Person with Dementia).

Several participants described seeing no harm in
taking part in the program as being a motivating
factor for them. This included both the program
being unlikely to be distressing to the person with
dementia, as well as some ambivalence about taking
part with an almost “why not” approach.

“There was nothing to be gained by not joining in”
(p.21, Carer).

Theme two: Value to family
There were five sub-themes that contributed to
the perceived value to families: making a difference,

enjoyment, continuity, student learning, and carer
voice.

For many of the participants, the feeling of con-
tributing andmaking a difference was a significant
feature of the perceived value of participating in the
program.

“I think what you gain is the feeling that in the future
people may be treated differently : : : if by talking
to one person (with dementia) then one other per-
son gets treated differently, maybe better, or under-
stood better : : : then it’s worth all the effort”
(p.35, Carer).

Participant enjoyment of the visits with the
students was identified as a perceived value to fami-
lies promoting retention on the program.

“We enjoy a cup of tea : : : together, we have a little
break and a chat, chitchat away with them” (p.22,
Person with Dementia).

The continuity of the visits with the same
students and building a relationship was perceived
as a positive outcome of the program. Addition-
ally, the building of a rapport and trust in the
relationship as part of this continuity was also
valued.

Themajority of participants expressed the impor-
tance of having feedback about student learning,
either from the students and/or program organizers.
In some situations, a positive impact was implicitly
obtained or hoped for, but for others, there was
some uncertainty about the impact of student
learning.

“I feel that whatever we do, whatever we say, they will
learn something from it, about me” (p.18, Person with
Dementia).

Carer participants described how being given a
carer voice and being able to talk about the chal-
lenges of caring was a perceived value of the program

Table 2. Characteristics of the carer participants (n= 18)

CHARACTERISTIC TYPE NUMBER (%)
...................................................................................................................................................................................................................................................

Gender Female 10 (56)
Relationship with person with Dementia Spouse/Partner 14 (78)

Son/Daughter 4 (22)
Ethnicity White/British 18 (100)
Main/previous occupational group Administrative/secretarial 4 (22)

Skilled trades 1 (6)
Caring/leisure/other 1 (6)
Associate professional/technical 4 (22)
Manager/director/senior official 4 (22)
Professional 4 (22)
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to them. In particular, being able to share what life as
a carer is really like and having the time and oppor-
tunity to talk. Being able to open up and express
feelings in front of the students was also valued.

“You find friends disappear, and don’t understand and
don’t want to know. So it’s nice to, sort of, actually to be
able to talk about things that are happening, and how
you feel” (p.23, Carer).

Theme three: Value to person with dementia
There were two sub-themes that contributed to the
perceived value to person with dementia. These
were social interaction and own environment.

Both the person with dementia and carer partici-
pants talked about the significant value of the social
interaction aspect of the value for the person with
dementia. The value of the visits taking place at home
in their own environment emerged as of value for
the person with dementia. In some instances, the
carer was the one who described the benefit of the
person with dementia being at home for the visits.

“I think overall the atmosphere is good, relaxing
because we’re in our own environment” (p.7, Carer).

Theme four: Student factors
There were three sub-themes identified as student
factors: interpersonal attributes, approach to learn-
ing, and fit between family and student.

A significant number of participants described
the interpersonal attributes and behavior of the
students, in terms of how they were experienced by
the families, and this seemed an important aspect of
the visits and overall experience. In particular, how
warm and friendly the students were, how empa-
thetic and understanding they were, and how they
actively listened to the families.

Several participants described the students’ prac-
tical and active approach to learning in a positive
context, whereas others felt that they wished for
more formality in the student’s learning objectives.
Additionally, some described a reticence in students
to take a lead during the visits.

“They seem interested in how I feel, and how we get
on : : : they do seem interested in me as a person you
know” (p.22, Person with Dementia).

An important factor influencing family experi-
ence of the program was the fit between family
and student pair. For many, the relationship was
considered positive in nature.

“I think it’s reached a very good stage and atmosphere
that we look forward in a way to when they say they’re
coming again” (p.7, Carer).

Discussion

This study is the first to have identified what moti-
vates people with dementia and their carers to take
part in educational initiatives for healthcare profes-
sionals in training such as TFD. It also explores their
experiences of the TFD program. It identified four
themes that help us understand the factors influenc-
ing people with dementia and their carers to be both
motivated to participate and remain engaged in
the TFD program. It is evident that families hold
specific expectations about participating in the
TFD, both in terms of desired outcomes (e.g., for
there to be improved knowledge about dementia),
as well as expectations about student behavior (e.g.,
students should be keen and eager and to learn).
These expectations influence motivating factors and
also impact upon the experience of the visits. If a
positive experience takes place and expectations are
met, it is likely that families will continue to take part
in the program. These underpinning factors may
well be applicable to other similar educational
and research programs where contact over time is
required (Watson et al., 2014).

Motivating factors
Families in this study were driven to join the pro-
gram by the desire to improve the current and future
healthcare workforce, in regard to their knowledge,
attitudes, and awareness of dementia. Carers spe-
cifically felt that their role in the care of the person
with dementia was undervalued by current health-
care professionals and this was of concern to them.
Evidence supports the fact that people with demen-
tia and their carers are a functional unit, and family
carers need to be acknowledged, engaged, and re-
assured by the healthcare professionals they come
into contact with (Douglas-Dunbar and Gardiner,
2007; Jurgens et al., 2012).

The study identified that carers primarily initi-
ated joining the program. This is consistent with the
wider literature that carers are key influencers in
decision making processes for the person with
dementia, especially as cognitive impairment be-
comes more severe (Black et al., 2013; Sugarman
et al., 2001). This is an important finding in consid-
ering future recruitment and on-going engagement
in the program. Carers need to feel the program is a
worthwhile activity because they are making a time
commitment on top of caring responsibilities, and
they need to consider the time of the person with
dementia (Sugarman et al., 2001). This study de-
monstrates the key role carers play in the decision-
making process of joining the program. Carers were
often responsible for communicating the require-
ments of the program to the person with dementia,
gatekeeping its suitability for the person, and, at
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times, making the decision in the best interests for
the person with dementia to participate.

Retaining factors
Value to the family and to the person with dementia
as well as student factors were key factors influenc-
ing on-going participation in the program. Family
enjoyment of the student visits was an important
factor underpinning retention. This data fills a gap
in the literature about the experiences of families in
dementia education programs. Feedback from
other programs has tended to be focused predomi-
nantly on student experience, rather than family
accounts (Jefferson et al., 2012; Morhardt, 2006;
Morhardt, 2014).

The TFD program is the first of its kind to have a
two-year duration with consistent visits with the
same paired groups of students and families at scale.
The findings show that this continuity of the visits
fosters positive relationships, reciprocal sharing, and
familiarity for the person with dementia. These were
important factors for family members. This also
appears to enhance the benefit of the program
over time. The long-term commitment, therefore,
seems to be a positive factor in recruitment and
engagement rather than a complication.

Families reported benefit from their belief that
they were making a difference to students learning
about dementia. The perception that they were
changing attitudes about dementia was critical.
This was both a motivating and retaining factor,
as meeting initial expectations and on-going expec-
tations about student learning allowed for families to
feel that their time was being well spent. Many
families believed strongly that experiential learning
was better than anything taught in the classroom.
This is consistent with the literature that suggests
theoretical input alone does not give students the
necessary skills to work with people with dementia,
and that experiential learning through exposure
early in undergraduate education is a potentially
powerful strategy (Alushi et al., 2015; Banerjee
et al., 2016).

The value of the program in allowing carers to
talk about their experiences was identified as an
important factor. Therefore, meeting the expecta-
tions and needs of carers is important, given their
crucial role in both initiating and ensuring on-going
engagement in the program. For the person with
dementia, having the opportunity to have company
and social interaction was important, as well as the
feeling that someone was coming to see them spe-
cifically. This finding is consistent with the evalua-
tion findings from the BUDDY and PAIRS
programs in the United States (Jefferson et al.,
2012; Morhardt, 2006). Interestingly, the findings

from the BUDDY program suggested that people
with dementia felt a responsibility for educating the
student and creating a sensitive physician for the
future, but this was not reflected in this study. This
might be due to differences in disease severity as
other educational programs only involved those with
very mild dementia, who were living independently,
and had more responsibility in the program (Mor-
hardt, 2014).

The interpersonal behavior of the students was an
important aspect in the retention of families. An
eagerness to learn and preparedness of the students
was an important aspect, the desire for greater
formality and structure was expressed and the reti-
cence of the students in taking control was seen as an
area for improvement. In previous programs, such as
BUDDY and PAIRS, the students were self-selected
for their interest in dementia, and they received high
levels of individual support throughout the program,
which ran for a much shorter time (Jefferson et al.,
2012; Morhardt, 2006). In TFD, it is a compulsory
aspect of the curriculum that means all students, no
matter what their prior orientation towards demen-
tia, have the exposure and experience. This does
mean that there are challenges in regard to their
preparedness and approach to the visits. The fit
between each student pair and their family was an
important aspect, and many families expressed a
desire to be actively matched with student pairs,
although to date, this has not taken place due to
logistical issues. However, the value of the program
is very heavily waited on fit and the relationship that
is fostered between the students and the families
over the two-year period, so supporting this is of
importance.

This study has sought to understand the factors
that motivate families to join and remain involved in
a dementia focused educational program. Altruism
alone cannot be relied upon as a recruitment strat-
egy. This study has shown that families want tomake
a difference to future healthcare provision and want
students to learn, as well as develop a positive
relationship with student learners. Additionally, by
acknowledging the role of the carer as a central
figure in the recruitment, facilitation and monitor-
ing of on-going visits, retention of families in such
programs can be maintained.

Strengths and limitations
There are four main limitations to the study. First,
the sample of families interviewed had been involved
with the program for 12months. The perspectives of
families who decided not to join the program, or
withdrew early from the program, were therefore not
captured in this study. Those families may have
expressed more dissatisfaction with the program
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or anger or ambivalence about the program in their
interviews. Therefore, these findings only relate to
those families who were satisfied with the program;
not all families. However, the refusal and drop-out
rate for TFD is low, 15% per year, with the main
reasons being death, family ill-health, or change of
living arrangements rather than dissatisfaction with
TFD. Second, the recall problems inherent in
dementia as it progresses may limit the extent to
which these findings can fully represent the views of
people with more severe dementia. This is mitigated
to an extent by the carer interviews, which will have
validity across the range of dementia severity. Third,
the specific nature of the tasks and supports available
in TFD may limit the generalizability of the data
generated to other educational and research pro-
grams. Fourth, there was limited ethnic diversity in
the participants interviewed and the economic status
of carer participants was not directly identified,
other than through previous/main occupational
group. This limits the extent to which conclusions
might be drawn about how ethnicity, social, and
economic characteristics of participants might influ-
ence who might engage in dementia education pro-
grams and their experiences. Further research is
needed in this area.

There are three main strengths in this study. First,
the relative lack of research about factors influencing
engagement in families who participate in dementia
education means that these data make a useful
contribution towards understanding why families
affected by dementia sign up to an educational
program like TFD. Second, the good quality
approach to data collection and analysis and incor-
porating reflexivity means that the findings are sol-
idly based in the experience and testimony of the
people with dementia and carer included in the
research. Third, purposeful sampling and comple-
tion of 18 interviews, stopping only at the point
where no new themes were emerging, enhances
the validity and the generalizability of the study
findings.

Conclusions

We need to be able to recruit and retain people with
dementia and their family carers in novel educa-
tional initiatives, such as the Time for Dementia
(TFD) program, if we are to improve the quality of
the future healthcare workforce in terms of its ability
to meet the challenges of long term conditions and
multimorbidity as exemplified by dementia. In this
study, we have identified the factors that promote
engagement with such programs. There are parallels
with the needs of research projects, which often need
to be longitudinal in dementia and frailty given the

nature of illnesses involved (Mody et al., 2008;
Watson et al., 2014). Therefore, the data generated
may have value in the design and conduct of both
educational and research programs in dementia.
Our data support the need to consider at the design
and conduct stages expectations, motivators, and
positive experience factors including the value to
family, value to the person with dementia; and
student factors (researcher factors in research stud-
ies). This provides detail on how this might be
operationalized to enable educational and research
participation that is successful for educators, re-
searchers, and people with dementia and their family
carers alike.
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