% Universiteit
4 Leiden
The Netherlands

Evaluating the feasibility, experiences, facilitators of and barriers to
carers and volunteers delivering Namaste Care to people with
dementia in their own home: a qualitative interview study in the UK
and the Netherlands

Haaksma, M.L.; O'Driscoll, C.; Joling, K.J.; Achterberg, W.P.; Francke, A.L.; Steen, J.T. van
der; Smaling, H.J.A.

Citation

Haaksma, M. L., O'Driscoll, C., Joling, K. ]J., Achterberg, W. P., Francke, A. L., Steen, J. T.
van der, & Smaling, H. ]J. A. (2022). Evaluating the feasibility, experiences, facilitators of
and barriers to carers and volunteers delivering Namaste Care to people with dementia in
their own home: a qualitative interview study in the UK and the Netherlands. Bmj Open,
12(11). doi:10.1136/bmjopen-2022-063422

Version: Publisher's Version
License: Creative Commons CC BY-NC 4.0 license
Downloaded from: https://hdl.handle.net/1887/3566708

Note: To cite this publication please use the final published version (if applicable).


https://creativecommons.org/licenses/by-nc/4.0/
https://hdl.handle.net/1887/3566708

Open access

BM)J Open

To cite: Haaksma ML,
0'Driscoll C, Joling KJ, et al.
Evaluating the feasibility,
experiences, facilitators of

and barriers to carers and
volunteers delivering Namaste
Care to people with dementia
in their own home: a qualitative
interview study in the UK and
the Netherlands. BMJ Open
2022;12:€063422. doi:10.1136/
bmjopen-2022-063422

» Prepublication history and
additional supplemental material
for this paper are available
online. To view these files,
please visit the journal online
(http://dx.doi.org/10.1136/
bmjopen-2022-063422).

Received 31 March 2022
Accepted 22 October 2022

| '.) Check for updates

© Author(s) (or their
employer(s)) 2022. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

For numbered affiliations see
end of article.

Correspondence to
Dr Hanneke J A Smaling;
H.J.A.smaling@lumc.nl

Original research

Evaluating the feasibility, experiences,

facilitators of and barriers to carers and
volunteers delivering Namaste Care to

people with dementia in their own

home: a qualitative interview study in
the UK and the Netherlands

Miriam L Haaksma
Wilco P Achterberg

Hanneke J A Smaling @ '?

ABSTRACT

Objectives To evaluate the feasibility, facilitators of

and barriers to delivering Namaste Care by volunteers

and family carers to community-dwelling people with
dementia, and to map family carers and volunteers’
experiences with the programme.

Design Qualitative interview study with two phases: (1)
preparation phase; (2) pilot phase.

Setting Private residences of community-dwelling people
with dementia in the UK and the Netherlands.
Participants Family carers and volunteers of community-
dwelling people with dementia (phase 1: 36 Dutch
interviews, phase 2: 9 Dutch and 16 UK interviews).
Intervention Namaste Care is a multicomponent
psychosocial programme, originally developed for people
with dementia residing in long-term care facilities.
Meaningful activities were offered by carers and
volunteers. Each person with dementia was offered 10
one-hour sessions.

Results Phase 1: Namaste Care was deemed feasible

for community-dwelling people with dementia and no
major adaptations to the programme were considered
necessary. Phase 2: perceived effects of Namaste Care

on people with dementia included improved mood and
increased interaction. The programme appeared enriching
for both family carers and volunteers, providing joy, respite
from care and new insights for coping with challenging
behaviour. A flexible attitude of the Namaste provider
facilitated its delivery. High caregiver burden and a
strained relationship between the family carer and person
with dementia were considered barriers. Experiences of
family carers and volunteers with Namaste Care were very
positive (mean satisfaction rating: 8.7 out of 10, SD=0.9,
range 7-10).

Gonclusion We recommend offering Namaste Care
delivered by volunteers, preferably multiple sessions

per week of 1.5-2hours to optimise quality of life of
community-dwelling people with dementia. Working with
well-matched, flexible Namaste providers is pivotal. Family
involvement should be encouraged, although the extent
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= This two-phase study thoroughly prepared the
transition of the Namaste Care programme, origi-
nally developed for long-term care facilities, to the
home setting of community-dwelling people with
dementia.

= A multiperspective approach was used: experiences
of family carers and volunteers with Namaste Care
were analysed.

= The pilot phase of the study took place in the UK
and the Netherlands, supporting wider applicability
of the programme.

= Relatively few volunteers were interviewed for the
pilot phase in the Netherlands (n=3) compared with
the UK (n=10).

should be adapted depending on preference, caregiver
burden and the relationship between the family carer and
the person with dementia.

Trial registration number NL5570

INTRODUCTION

Dementia is recognised as the global public
health crisis of the 21st century.1 In the UK,
there were more than 885000 people living
with dementia in 2019, with approximately
60% living in the community in their own
homes.? In the Netherlands (NL) in 2019,
71% of the 280000 people living with
dementia were living in the community.” A
substantial part of the care for people with
dementia is provided by family carers.*
Providing care for a person with dementia
is often considered burdensome’ and asso-
ciated with an increased risk of physical and
psychosocial health problems.”” With more
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people with dementia staying at home longer, there is
an urgent need to better support family carers to miti-
gate the negative health consequences’ and to better
meet the needs of community-dwelling people with
dementia.®

The evidence for a beneficial impact of psychoso-
cial and community-based interventions on quality
of life and well-being for people with dementia and
their carers is growing.”'' A programme specifically
developed for nursing home residents with advanced
dementia is Namaste Care.'* Based on palliative care and
person-centred care approaches, this multicomponent
programme offers meaningful activities to connect to
the person with dementia. Sessions take place in a calm,
home-like room. The sessions focus on connecting with
the person with dementia using sensory stimulation,
touch, music, interactions with objects and meaningful
activities to stimulate feelings of enjoyment and well-
being. In the nursing home, two daily sessions of 2 hours
are recommended.

There is an increasing body of research into the posi-
tive effects of Namaste Care on nursing home residents
with dementia, nursing staff, and family carers,l?’_16 its
costs,'™® and the mechanisms of the programme.'*™
Initial realist explanatory theories investigating if, how
and under which circumstances Namaste Care works in
the home setting suggest that the programme may also
have positive effects on people with dementia and their
carers living in the community.21

Namaste Care has not been formally evaluated in the
home setting. St Joseph’s Hospice in London was the first
to adapt Namaste Care to a volunteer-led programme for
people with dementia in their own home. The service
started in Newham in April 2014 and has been expanded
to include the boroughs of City of London, Hackney and
Tower Hamlets. The aims of this study are (1) to eval-
uate the feasibility, facilitators of and barriers to deliv-
ering Namaste Care to community-dwelling people with
dementia by volunteers and family carers, and (2) to
map family carers and volunteers’ experiences with the
programme.

METHODS

Study phases and ethics

This qualitative interview study is part of the Dutch
Namaste study.”” The interview study comprised two
phases: a preparation phase (December 2017 to October
2018; in NL) and a pilot phase (September 2018 to March
2019; in the UK and NL). The preparation phase evalu-
ated the feasibility of Namaste Care for the home setting
among those who had experience with the intervention
in the nursing home setting in NL. The pilot phase aimed
to map family carers’ and volunteers’ experiences with
the Namaste Care in the home setting, as well as facilita-
tors of and barriers to providing the programme at home
in NL and the UK.

Patient and public involvement

In NL, family carers, volunteers and staff who participated
in the Namaste study in nursing homes® were interviewed
to prepare for the pilot phase. This is described in more
detail below.

Recruitment and interviews in the preparation phase in NL
Interviews with those who had experience with Namaste
Care in the nursing home setting, held in the context of a
process evaluation of the Namaste study,” also addressed
their perspectives on what would be needed to bring
the intervention to the community. The interviews were
conducted in the Namaste intervention group 12 months
after the start of the programme.

Family carers who actively participated in at least two
Namaste sessions in the past 6 months were invited to
participate in an interview. Managers identified volun-
teers and staff who regularly participated in Namaste
sessions. They were invited for an interview with one of
three female psychologists (HJAS (researcher), Sarah
Doncker (project coordinator), Marianne Pruis (inter-
viewer)) at the nursing home or a location of the inter-
viewee’s choice. The interview guide for the process
evaluation comprised a series of open-ended questions
based on specific topic areas (for the interview guide, see
ref 23). We report on a selected set of questions:

»  Would you consider the Namaste Care programme feasible for
people with dementia who live at home and their relative(s)?

»  What would be necessary to make Namaste Care suitable for
the home setting?

» What should this service look like (probe: frequency of
sessions, Namaste provider)?

» For family carers: Would you have liked to receive Namaste
Care as a home service when your relative with dementia was
still iving at home?

Setting and recruitment of the pilot phase

Namaste Care was provided to community-dwelling
persons with mild to severe dementia in NL and the UK,
and interviews were conducted to assess the experiences
of those involved. Eligible participants for Namaste Care
had a diagnosis of dementia, lived in the catchment area
(UK: the boroughs of Newham, City of London, Hackney
and Tower Hamlets; NL: province of Noord-Holland),
had a family carer who could be in their home at the time
of the Namaste sessions, visited at least once a week and
was willing and able to fill in a questionnaire and partici-
pate in an interview in Dutch or English.

In the UK, family carers of people with dementia
referred to the St Joseph’s Hospice’s Namaste Care service
were invited to participate in the pilot phase. People with
dementia were referred to the service via primary or
secondary healthcare providers, family members, social
services and local charities. Experienced Namaste volun-
teers from those who had delivered Namaste Care in
people’s own home were invited to participate.

In NL, participants were recruited via dementia case
managers and two home care organisations. Carers
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received an invitation letter, followed by a telephone call
to plan an appointment if interested in participating.
Dutch volunteers were recruited specifically for this
pilot phase. Eligible volunteers had a background in
psychology or experience in working with people with
dementia and were willing to deliver Namaste Care for at
least 1 day/week for 10 weeks, and to participate in the
interview.

Namaste Care intervention in the pilot phase

In the UK, Namaste Care was offered by trained volun-
teers. The volunteers received a 2-day training, which
included training on the Namaste Care service, main prin-
ciples of the programme, symptoms of dementia, commu-
nication skills, meaningful activities and hand massage.
The training was delivered by experts in dementia care
who also had experience with providing Namaste sessions
to people with dementia in their home. Each person
with dementia was offered 10 weekly 1-hour Namaste
sessions.”*

In NL, the number of sessions per week was deter-
mined together with the carer, with a minimum of 10
sessions over the course of 4 weeks. The duration of the
sessions was similar to the UK. The carers could choose
to conduct the sessions themselves after receiving a
training, do it together with a volunteer or have a volun-
teer providing all the sessions. The volunteers and carers
received a 2-hour training, a condensed version of the
UK training. The Dutch volunteers were recruited based
on different selection criteria and therefore they needed
less training compared with the UK volunteers. Dutch
volunteers had to have a background in psychology
or experience in working with people with dementia,
while this was not a requirement in the UK. The Dutch
trainers (HJAS, Sarah Doncker; both psychologists with
experience with dementia care) were trained by the UK
team. They took the 2-day volunteer course and a master-
class in setting up a volunteer-based programme in the
community. In both countries, the volunteers and carers
delivering Namaste Care were invited to participate in
supervision sessions.

Before the start of Namaste Care, a holistic assessment
was conducted with the family carer to assess suitability
of the programme, put together a biography and identify
meaningful activities for the person with dementia. Subse-
quently, this information was used to match the person
with dementia with a volunteer and formed the basis of
the Namaste sessions. Similar to the original programme
for nursing homes, the main principles of the programme
remained the comfortable environment, a loving touch
approach and offering meaningful personalised activi-
ties.'* Deviations from the original programme included
the intensity of the sessions (twice daily vs at least once a
week, 2 hours vs 1 hour), mode of delivery (group setting
or individual vs individual) and setting (designated quiet
room in nursing home vs preferred place in their own
home).

Data collection in the pilot phase

The interviews were conducted within 2—4 weeks from
the last Namaste session. In NL, this was done by two
female psychologists (HJAS, Sarah Doncker). In the UK,
the interviews were conducted by a female Namaste Care
volunteer with a background as a clinical research nurse
and geriatric nurse practitioner (Judi Lauerman). The
interviews took place in a location chosen by the inter-
viewee. The interview guide is presented in online supple-
mental file 1.

The duration of the Namaste sessions was recorded after
each session. The family carer provided personal details,
also about the person with dementia, by completing
a questionnaire before the start of the first session.
Perceived caregiving burden was measured using a self-
rated visual analogue scale, with 0 anchored at ‘Not at all
straining and 10 ‘Much too straining’. Dementia severity
was measured using the Bedford Alzheimer Nursing
Severity Scale™ consisting of seven items. A score >17
indicates severe dementia.”

Analyses of the preparation and pilot phase interviews

All interview data were collected using a digital recording
device. The interviews were transcribed verbatim. An
initial list of codes was developed inductively based on the
first three transcripts by two researchers independently
(HJAS, Sarah Doncker and two trained research assis-
tants). A consensus list of codes was created. This was
used to recode the first three interviews. Next, the
consensus list was applied to the analysis of the next three
transcripts. When new codes emerged from analysis of
the second batch, they were added to a revised coding
framework. Content analyses were conducted.”” Coding
was supported by ATLAS.ti. The researchers engaged in
a reiterant process of discussing areas of agreement and
disagreement to enhance analytical rigour and achieve
consensus (HJAS and research team for the preparation
phase; HJAS and MLH for the pilot study). Descriptive
statistics of the samples were obtained using IBM SPSS
Statistics V.25.

RESULTS OF THE PREPARATION PHASE

Figure 1 shows the flow chart of participants in the prepa-
ration phase (response rate: 79%). The final sample
consisted of 36 participants (ie, family carers, volunteers
and nursing home employees) from 10 nursing homes;
their characteristics are presented in table 1.

All interviewees deemed Namaste Care feasible for
community-dwelling people with dementia with some
minor adjustments. The majority of the family carers
would have liked to receive the service when their relative
was still living at home. One dyad indicated that they saw
the value of the service for family carers with limited time
or who feel burdened, but would not have wanted it for
their relative, as they had ample time to undertake mean-
ingful activities with their relative.
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Invited N =56 —
Participated N=44 |=—>p
Included in

N =36

analysis

Reasons for non-participation:

- no time (n=6)

- health problems (n=2)

- not meeting inclusion criteria (n=2)

- person with dementia died prior to interview (n=1)
- holiday (n=1)

Reasons for exclusion:
- questions on home setting were not asked (n=7)
- failure of recording device (n=1)

Figure 1 Flow chart of the preparation phase. The final sample consisted of 36 interviewees from 10 nursing homes. In one
nursing home, the interviews were conducted after 6 instead of 12 months (three interviews), as they prematurely stopped the

programme.

Some adjustments included the frequency and dura-
tion of the Namaste sessions. Although it was thought of
as important to offer Namaste Care on a structural basis,
daily sessions were not deemed feasible. The frequency
and duration should be tailored to the needs and abilities
of the person with dementia. Generally, 60-90 min sessions
were recommended by the interviewees. Connecting with
the person with dementia and providing meaningful

Table 1 Characteristics of the interviewees in the
preparation phase (n=36)

% (n)/mean

[SD] Range
Age (years) 52 [13] 22-84
Gender: female 94 (34)
Duration of interview (min) 53 [15] 28-102
Country
Netherlands 100 (36)
Nursing staff 47 (17)
Experience with dementia 10 [6] 2-20
(years)
Namaste programme 8 (3)
coordinators
Nursing home managers 17 (6)
Family carer 22 (8)
Volunteer 6 (2)

individual activities remain key aspects. The Namaste
activities are adapted to the preferences and needs of
the person with dementia, making the programme suit-
able for people with mild and moderate dementia as well.
Possible activities mentioned for the sessions at home
were reading the newspaper together, drinking coffee,
looking at photos or pictures, listening to music, having a
chat, going outside and giving a hand massage. However,
several staff members indicated that it may be difficult for
some carers to give their relative a hand massage because
they are not used to touching their relative in that way.

The size of the social support network, involvement
of carers and experienced caregiver burden should
be considered when deciding who should deliver the
programme to the person with dementia. Home care
services, volunteers and carers were all mentioned as suit-
able providers of Namaste Care. Interestingly, all carers
suggested volunteers or home services to deliver the
programme, mainly for respite, offering an opportunity to
spend some time away from caregiving. Staff mentioned
home care services as most suitable to deliver sessions,
while managers most often suggested carers to deliver the
programme. Carers delivering the sessions together with
avolunteer or home service were also often mentioned by
staff and by one carer. Trained Namaste providers could
then teach the family carer how to conduct sessions.
Offering the programme at dementia day care centres
was suggested as an alternative if sessions at home were
not possible.
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United Kingdom ‘ Netherlands

Reasons for non-participation: Reasons for non-participation:

Invited - carer too burdened (n=2) — 18 carers 11 carers ——p | -carer unable to be at home during session (n=1)
- unknown (n=4) - already offering meaningful activities (n=1)
Reasons for drop-out before start: Reasons for drop-out before start:

Agreed - difficulties in ing with volunteer (1=3) | g 12 cares ® IS ——p | - did not see added value of program (n=2)

to participate
Reasons for drop-out during program: Reasons for drop-out during program:
e - hospitalization of person with dementia (n=2) — 9 carers 7 carers ———3 | -hospitalization of person with ia (n=1)
PartICIpa‘ed - health problems of volunteer (n=1)

l

l

Interviewed

6 carers

6 carers

Figure 2 Flow chart of family carers in the pilot phase.

A specific need for the programme was identified for
people with dementia not going to a dementia day care
centre. Most interviewees also recognised the needs of
carers for more support beyond what the programme
does for the person with dementia. Both staff and family
carers suggested it should include educating carers
about dementia, focus on the acceptance of the disease
and involve family carers to provide them with tools to
connect with their relative in a meaningful way and to
cope with challenging behaviour.

Quotes supporting these findings—and those of the
pilot phase described below—are reported in online
supplemental file 2.

RESULTS OF THE PILOT PHASE: EXPERIENCES IN THE HOME
SETTING

Figure 2 shows the flow chart of the family carers who
participated in the pilot phase (response rate UK: 67%;
NL:81%).In total, 131 sessions were provided to 16 people
with dementia, with an average of 8.2 sessions (SD=2.5,
range 1-10) per person and a mean duration of 67 min
(SD=22, range 5-110) per session. The mean number of
sessions delivered was 8.6 in NL versus 7.9 in the UK. In
the UK, all sessions were provided by volunteers, and in
NL the majority of the family carers also chose to have
the sessions delivered by a volunteer. The only exceptions
were two sisters who chose to deliver the programme
together to their relative, and one family carer who deliv-
ered the sessions together with a volunteer. We conducted
25 interviews (9 in NL and 16 in the UK). Table 2 shows
the characteristics of the interviewees. Table 3 shows the
characteristics of the people with dementia who received
the sessions. The most common type of dementia was
Alzheimer’s disease (44%) and dementia severity ranged

from mild to severe, with 44% of the Namaste Care recip-
ients having severe dementia.

Evaluation of Namaste Care
On average, interviewees graded Namaste Care 8.7 out of
10 (SD=0.9, range 7-10). The attention, companionship

Table 2 Characteristics of the interviewees in the pilot
phase (n=26)

% (n)/mean

[SD] Range
Age (years)* 59 [18] 19-87
Gender: female 73 (19)
Duration of interview (min) 40 [19] 11-77
Satisfaction with Namaste Caret 9 [1] 7-10
Country
Netherlands 38 (10)
Family carer 23 (6)
Volunteer 11 (3)
Person with dementiat 4(1)
UK 62 (16)
Family carer 23 (6)
Volunteer 39 (10)

One interview took place with two Dutch carers of the same

family simultaneously, resulting in a total of 25 interviews with 26
interviewees.

*Age had missing values for one Dutch volunteer and one UK carer.
tSatisfaction score (scale: 0-10, higher is better) was missing in
one of the interviews from the pilot phase.

FIn one case, after consulting with the primary carer, the person
with dementia was interviewed, as the person was able to
participate in the interview and remembered some of the Namaste
sessions.
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Table 3 Characteristics of the people with dementia who
received Namaste sessions (n=16)

% (n)/mean

[SD] Range

Age (years) 82 [10] 63-98
Country

Netherlands 44 (7)

UK 56 (9)
Gender: female 81 (13)
Type of dementia

Alzheimer’s disease 44 (7)

Vascular dementia 12 (2)

Other/mixed 25 (4)

Unknown 19 (3)
Bedford Alzheimer Nursing Severity 15 [5] 8-25
Scale

Severe dementia (score >17) 44 (7)
Perceived caregiving burden visual 7 [2] 2-10

analogue scale

Bedford Alzheimer Nursing Severity Scale (BANS-S), range: 7-28,
higher scores indicate more severe dementia.

Perceived caregiving burden visual analogue scale (VAS), range:
0-10, higher scores indicate a higher burden.

and interaction facilitated by the programme were most
frequently reported as valuable aspects. Having someone
who is dedicated to the person with dementia to fulfil their
social needs, and who shows sincere interest, was deemed
valuable. Stimulating senses, for example, through music
or touch, and reminiscence were also often appreciated.

The thing is, you don’t have to talk all the time. Just
by holding hands and by massaging your hand [...]
it sends a good vibration to your mind, to your heart.
And you know, you get that little feeling of belonging,
that little feeling of wanted. [...] It will give them the
new lease for life. (UK family carer)

Other perceived advantages of the programme were its
low costs and its ability to raise awareness in carers and
show them new ways of interacting with their relative. The
volunteers indicated the programme matched their way
of life and working, and their desire to contribute. Aside
from the time investment required of the family carer
and the limited number of sessions, no disadvantages of
Namaste Care were reported.

Perceived effects on people with dementia

Of the 22 interviewees who reported on mood of the
person with dementia, 19 reported a positive impact of
the programme regardless of dementia stage. General
feelings of pleasure and happiness were described most
frequently, often confirmed by smiles of the recipients.
Having conversations and listening to music together were
repeatedly mentioned as activities leading to pleasure. A

relaxing and calming effect was also mentioned frequently
and was mostly attributed to the hand massage. However,
certain elements, such as music, could also be perceived
as energising. Overall, a reduction in aggression and
increased tolerance of physical contact were noted.

She could get rather irritable, passionately, her de-
mentia levels were high. She would get quite an-
noyed about things. During a Namaste session, she
would calm down. Speak with less—aggression. (UK
volunteer)

Multiple family carers who doubted whether the
programme would suit the person with dementia were
positively surprised by the impact. Three family carers
of persons with varying stages of dementia indicated
they did not observe any change in mood, although the
sessions were enjoyable for the people with dementia.
One family carer of a person with dementia who was not
in the severe stage indicated that they did not seem to
enjoy the sessions, even though certain elements did lead
to an improved and more relaxed mood.

In addition to its effects on mood, Namaste Care
appeared to stimulate verbal and non-verbal interac-
tions. Examples of non-verbal interactions reported
by family carers and volunteers were holding hands
and waving goodbye to the volunteer at the end of the
session. Volunteers witnessed increases in affectionate
and physical contact and trust over the course of the
programme. They also mentioned factors that stimulated
interaction, for example, reading aloud to the person
with dementia, sensory stimulation, looking at pictures
and discussing common interests. Particularly when the
sessions were provided by volunteers, being able to talk
to someone outside the family appeared to stimulate the
verbal interaction of people with dementia. One family
carer of a person with less severe dementia and one
volunteer reported that looking at pictures led to chal-
lenging behaviour, possibly because the pictures evoked
bad memories, or reminded the people with dementia of
their difficulty with recalling certain memories.

Other benefits reported by family carers and volun-
teers were improved recall through exposure to music
or pictures, reduced pain after a massage, increased
engagement and independence and improved liquid
intake. Although the perceived effects were not always
retained after the sessions, some family carers noted that
the person with dementia appeared to be more commu-
nicative and in a better mood during the hours or days
following the sessions. Furthermore, some family carers
and volunteers reported that people with dementia
seemed to look forward to the next session.

Perceived effects on family carers

Family carers generally experienced the Namaste sessions
as enjoyable and relaxing, regardless of their caregiver
burden. They experienced a shared responsibility, care
respite and a sense of gratitude when sessions were
provided by volunteers. In some cases, Namaste Care was
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an eye-opening experience for the family carer, as the
volunteer provided them with new ideas for activities or
new topics of conversation to engage their relative. The
programme also led to increased awareness among family
carers about the potential benefits of calm presence and
physical contact. As a result, they engaged more often in
physical contact. On occasion, Namaste Care provided the
family carer insight into causes of challenging behaviour
and new ways of coping with these behaviours.

Incidentally, Namaste Care led to unfamiliar or unex-
pected situations causing stress and unease for the family
carer when the impact of the programme on their rela-
tive was not in line with their expectations. One family
member with moderate caregiving burden, who had a
strained family relationship and high expectations, was
disappointed in the programme’s impact. This was the
same carer who indicated that the person with dementia
did not seem to enjoy the sessions.

For me, it turned into a big disappointment, actually.
Perhaps in part because I had high expectations, as
I see so many things that are no longer possible with
my mother, and this—this can have an effect. This is
also really going to generate a kind of gentle—atten-
tive contact. And that just hasn’t happened—at least
in the sessions I attended. (Dutch family carer)

Perceived effects on volunteers

Namaste Care offered volunteers an opportunity to
continue learning and expand their network. The knowl-
edge and experience gained from providing Namaste was
found to be enriching and useful outside the sessions as
well. Some volunteers reported they especially enjoyed
the creative aspect of preparing the sessions. Providing
Namaste Care generally made volunteers feel rewarded
and satisfied. Seeing the person with dementia smile and
experiencing gratitude from the carers contributed to
these feelings. Volunteers frequently reported a relaxing
impact of the sessions, particularly after giving a massage.

I felt I got the same benefit from meditating or
practising loving kindness through meditation. (UK
volunteer)

Volunteers often reported that they developed a close
relationship with the person with dementia and the family
carers. Seeing the struggles of the person with dementia
could also make volunteers feel sad or worried at times.

Perceived facilitators, barriers and recommendations
Facilitators of and barriers to delivering Namaste Care to
community-dwelling people with dementia, as perceived
by family carers and volunteers, could be grouped in
four categories: (1) characteristics of the person with
dementia, (2) characteristics of the Namaste provider, (3)
family, and (4) practicalities (table 4).

Matching Namaste providers on language, culture
and religion with the person with dementia was deemed
important by both volunteers and carers, as it is easier for

Table 4 Perceived facilitators of and barriers to delivering
Namaste Care to community-dwelling people with dementia

Facilitators Barriers

Characteristics of the person with dementia
Compliant and adaptive Uncommunicative and
behaviour reserved attitude

Reciprocal relationship with  Unaccustomed to touch

Namaste provider*

Diminished physical function,
for example, hearing
impairment

Characteristics of the Namaste provider

Reciprocal relationship with Native language different from
person with dementia* the person with dementia

Culture different from the
person with dementia

Similar personality and
interests as the person with
dementia

Emphatic and patient Religion different from the

person with dementia
Flexible and adaptive
Creative

Experienced in working with
people with dementia

Family

Involvement of an
experienced and supportive
family carer during the
sessions

High caregiver burden

Strained relationship between
carer and person with
dementia

Presence of the carer can
cause the person with
dementia to be less engaged

Practicalities

Structure and regularity of
the programme

Limited funding

Limited number of volunteers

Limited number and duration
of sessions

Quiet and hygienic setting
Prepared Namaste room

*lllustrated by quote 13 in online supplemental file 2.

the provider to engage people with dementia in conversa-
tion and activities when they are able to converse in their
native tongue and share the same cultural and religious
background. A linguistic mismatch may hamper person-
alisation of the programme, as described by a UK volun-
teer who experienced disappointment as a result. Also,
Namaste providers should ideally have a flexible attitude
and experience in working with people with dementia.
The limited number and duration of sessions provided
was often described as a drawback. Both family carers
and volunteers indicated that more and longer sessions
were desirable, preferably multiple sessions per week of
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1.5-2hours. Most importantly, the duration and timing of
the sessions should match the attention span and energy
level of the person with dementia.

Multiple volunteers indicated that involvement of the
family carer during the sessions is an important facili-
tator for delivering Namaste Care. This could be either
by codelivering the sessions or by joining in activities.
Their involvement could help to further personalise the
contents of the sessions making them more meaningful
and enjoyable for the person with dementia. When given
the choice, only two families decided to (co)deliver the
sessions, whereas the others opted for delivery by volun-
teers. Factors considered to impede family involvement
based on the interviews were high caregiver burden and a
strained relationship between the family carer and person
with dementia. Whether a family carer or a volunteer is
most suited to provide Namaste Care therefore depends
on preference and the family’s situation.

In addition, family carers mentioned that providing
additional background about dementia and the aim of
Namaste Care during the training would be beneficial.
Moreover, volunteers recommended including infor-
mation in the training about how to structure a session,
especially when providing the programme to people
with more advanced dementia. Both carers and volun-
teers emphasised the value of feedback over the course
of the sessions. Sharing experiences among volunteers
was found to be very helpful and inspiring and a yearly
refresher course was suggested.

DISCUSSION

This study aimed to evaluate the feasibility, facilitators of
and barriers to delivering Namaste Care by volunteers
and family carers to people with dementia living in their
own home. Namaste Care was deemed feasible for Dutch
community-dwelling people with mild to severe dementia,
in line with a recent study from Canada.”® In general,
experiences of family carers and volunteers with Namaste
Care were very positive, although some potential draw-
backs were identified. Experiences from NL and the UK
regarding satisfaction and perceived effects were remark-
ably similar. Perceived effects of Namaste Care on people
with dementia included improved mood and increased
interaction. In addition, Namaste Care was found to be
enriching for both carers and volunteers, providing joy,
care respite and new insights for coping with challenging
behaviour. Incidentally, Namaste Care led to unfamiliar
or unexpected situations, making the family carer or
volunteer feel uneasy or worried.

Only 44% of our Namaste Care recipients were in the
regular Namaste target group, that is, people with severe
dementia, indicating Namaste Care works regardless of
the level of dementia. This may be due to the person-
centred approach.”® Although Namaste Care requires
minimal resources, it does require time, and motivated
and trained people to deliver the sessions. Facilitators
of and barriers to delivering Namaste Care related to

the characteristics of the person with dementia and the
Namaste provider, family and practicalities. Recommen-
dations regarding the training have already been incor-
porated in established practice in the UK.

Both the results from the preparation phase and the
pilot phase highlight the importance of person-centred
programmes such as Namaste Care for people with
dementia. A person-centred approach to dementia care
is also recommended by the National Institute for Health
and Care Excellence guidance on dementia, which
advises to choose activities based on an understanding of
the person’s unique life experiences, circumstances, pref-
erences and needs.” Moreover, a personalised approach
is one of the working mechanisms of Namaste Care in the
home setting described in the qualitative realist evalua-
tion by Dalkin et al.*' Tt is suggested that such an approach
evokes emotional responses in the person with dementia,
leading to positive outcomes such as increased relax-
ation and engagement, as observed in our pilot phase.
A randomised controlled trial, including 100 people
with dementia and their family carers, also showed
that scheduling personalised activities across a 12-week
period reduced disruptive and depressive behaviour and
improved quality of life in people with dementia.*

In line with expectations from the preparation phase,
Namaste Care indeed seemed to help some family carers
cope with challenging behaviour of their relative. Consis-
tent with the preferences expressed by family carers in
the preparation phase, the majority of family carers
chose to have the programme delivered by a volunteer.
Family carers in the pilot phase reported that Namaste
Care provided them with much appreciated respite when
delivered by volunteers. In other words, they were given
respite, offering an opportunity to do something for
themselves. This is an important finding, as high care-
giver burden is common among carers for people with
dementia.”® Moreover, this break from caregiving allows
for participating in social and leisure activities away from
the caregiving context, which can cultivate purpose,”
forming a psychological resource that contributes to posi-
tive caregiving outcomes.”® Care respite has been identi-
fied as one of the main working mechanisms of Namaste
Care in the home setting.”’

Notably, volunteers in the pilot phase reported they
developed a strong emotional connection with the
person with dementia as a result of providing Namaste
Care. The formation of meaningful relationships through
one-on-one interactions is an important working mech-
anism of Namaste Care identified in multiple studies,
leading to increased recognition, friendship and possibly
increased quality of life for both.*” *! This is consistent
with companionship being considered one of the most
valuable aspects of the Namaste programme in our study
and a Canadian study.® Various studies have confirmed
associations between social interaction and well-being of
people with dementia.***

To our knowledge, this is the first study evaluating
the feasibility of and experiences with Namaste Care
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for people with dementia in the home setting. A study
on Namaste Care for community-dwelling people with
dementia in Canada is underway.”® A major strength of
this study is the fact that both family carers and volunteers
from two countries were interviewed, supporting wider
applicability of the programme. Moreover, the elaborate
preparation phase preceding the pilot study allowed for
thorough preparation of the transition of the programme
from nursing homes to community-dwelling people with
mild to severe dementia in NL. The pilot phase included
sufficient interviews to reach data saturation. Results from
the preparation phase and the pilot phase were consis-
tent, indicating the robustness of our findings.

Limitations include the relatively low number of
volunteers who were interviewed for the pilot phase in
NL (n=3) compared with the UK (n=10), and the low
number of men compared with women among our inter-
viewees. Moreover, the small sample may imply saturation
is not being reached in understanding the diversity in the
experiences of family carers and volunteers by gender of
the person with dementia, dementia severity, character-
istics of the Namaste provider or the level of caregiver
burden. Future research is needed to assess the impact
of these factors on the feasibility of Namaste Care in the
home setting. Unfortunately, only few family carers chose
to (co)deliver the sessions, making it difficult to assess
the feasibility of getting family carers to deliver sessions.
We did not ask family carers to motivate their decision
regarding (co)delivery of the sessions. More research is
needed to investigate the feasibility of family carers deliv-
ering Namaste Care to people with dementia at their
home.

In order to facilitate people with dementia to live at
home as long as possible with the best possible quality
of life, we need to ensure the physical, emotional and
social care needs of those with dementia and their family
carers are met.”’ Offering Namaste Care to community-
dwelling people with dementia using volunteers, prefer-
ably multiple sessions per week, may be a way to facilitate
this. However, further research is necessary to provide a
formal evaluation of and recommendations for sustain-
ability of volunteer recruitment. Whether delivering
multiple sessions per week would be feasible in the UK
also requires further exploration, as the present pilot
study in the UK comprised one session per week. To
maximise the impact on care respite and thereby possibly
prevent or delay admission to a long-term care facility, it
could be beneficial to start Namaste Care when people
are still in a mild to moderate dementia stage, when the
family carer is not yet overburdened, facilitating connec-
tions between those involved.

The programme also has the potential to improve the
transition from home to a nursing home that also offers
the programme. The structure of Namaste Care may
trigger feelings of familiarity, reassurance, engagement
and connection,” and may facilitate continued family
involvement, which may ease the transition. Therefore,
an interdisciplinary approach to dementia care with

healthcare professionals from both the nursing home
and home care, as well as family carers, is recommended
to allow the continuation of meaningful activities after
nursing home admission.”” * Working with well-matched
Namaste providers who have a flexible attitude is pivotal,
and family involvement should be encouraged, although
the extent of family involvement should be adapted to the
dyad depending on caregiver burden and the relation-
ship between the carer and the person with dementia.
Future research should examine whether implementa-
tion of Namaste Care in the home setting enables people
with dementia to remain living at home longer.
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