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A qualitative study of mealtime difficulties in patients with
dementia who feed themselves
DGH Damayanthi, AMNL de Silva, IAGMP Gunathilake, CU Suraweera

Caregivers looking after persons with dementia may
often experience mealtime difficulties. This has been
described in persons with severe dementia in the West.
But data from Asian countries such as Sri Lanka is
limited, and there has been less focus on problems
associated with the care of people with mild or
moderate dementia.

The aims of this study were to describe mealtime
difficulties experienced by caregivers of individuals
with dementia who feed themselves, and the responses
by the caregivers to these problems.

A focus group discussion was conducted with the
participation of twelve caregivers of individuals
living with dementia who feed themselves and are
receiving home based care. A pretested semi-
structured discussion guide was used. An abridged
transcript was developed from the audio tape
recording, transcribed notes and observations by
the moderator. Braun and Clarke’s six step approach
to thematic analysis was adopted in the analysis.

Introduction

Dementiais characterised by progressive deterioration
of one or more cognitive domains, and the individual
ultimately often loses independence in his or her daily
activities (1). Dementia is associated with physical,
psychosocial and financial implicationsto the caregiver,
family and society (2,3).

A range of mealtime difficulties can be observedin people
with dementia and this varies according to the stage of
the illness (4,5). Under-nutrition and weight loss are
common among people with dementia (6). Many
publications have addressed these issues among

The main themes identified were; problems ex-
perienced by the caregivers when preparing food,
changes in quantity of food consumed, measures taken
by caregivers to overcome mealtime difficulties and
the emotional responses of the caregivers. Mealtime
difficulties can lead to reduced intake as well as
overeating. Voluntary overfeeding by the caregivers
was observed. Modification of dining environment
or use of adaptive utensils were not practiced.
Emotional exhaustion among the caregivers, and
humiliating or dishonouring the individuals with
dementia were the maladaptive responses.

Some of the mealtime difficulties in individuals with
dementia in the Sri Lankan setting differ from those
described in international literature. Early recog-
nition of difficulties and guidance on adaptive
measures will enable independence for a longer
period and better nutrition.
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individuals with advanced dementia (7-9). Meatime
difficulties encountered by individuals who are still
feeding themsel ves and receiving home-based care have
been overlooked. Availableinformation onissuesrelated
tomealtimeand remediesin early diseaseisrestricted to
Western societies. Medtimedifficultiesvary remarkably
in Asian societies due to differences in setting of care,
cultural differences and food selection. In the Asian
setting, most patientsreceive homebased care, and family
membersare often caregivers (10). Therefore, recognition
of common problems in this setting would enable
cliniciansto addressthese better in their routineclinical
practice.
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The objectives of this focus group discussion were to
identify mealtime difficulties experienced by caregivers
of individualswith dementiawho arefeeding themselves,
and to identify the responses of caregivers to these
problems.

Methods

This was a qualitative study, using a focus group
discussion. Prior to conducting the discussion, a semi-
structured discussion guide was formulated based on
the existing literature and the study objectives. The
discussion guide wasthen translated to Sinhalaand pre-
tested on two separate caregivers of individuals living
with dementia. The key discussion topics and questions
wereasfollows:

*  What happens during mealtime and what kind of
support is required?

* How do mealtime problems progresswith time?

*  What kind of support do you think is needed at
each stage?

* Have you used any specia utensils to assist the
patient to continue feeding themselves?

* Have you ever experienced any emergency
situations during mealtimes?

* What are the sources of support you use to
overcome mealtimeissues?

Participantswere recruited from the University Psychiatry
Clinicof Nationd Hospital of Sri Lanka. During atraining
program conducted for caregivers, conducted at the
above clinic, the reasons and objectives of the study
was clearly described, and an open invitation was given
to al caregivers of individuals with dementiawho were
feeding themselves. Twelveregular caregiverswho gave
informed consent were recruited to the study. All were
fluent in the Sinhalalanguage.

The focus group discussion was carried out in August
2018, inaquiet venuewith few externa distractions. The
discussion was facilitated by a moderator who was
trainedinclinical nutrition. A notetaker (trainedin geriatric
psychiatry) took the notes on participants mood, and
nonverbal cues. The discussion was audio taped. The
discussion was carried out in Sinhala, for a duration of
55 minutes.

Analysis

An abridged transcript was formulated immediately
following the discussion. Audio taped recordings, notes
of the note taker and observations of the moderator were
used to formulate the transcript. Braun and Clarke’s six
step approach to thematic analysis was adopted in
analysis of transcript (11). Analysis was started after

familiarization with the data by reading and re-reading
the whole transcript. Coding of the data was done with
colour pens. After two investigators reviewed the
preliminary themes, and codes under each theme, the
main themes and sub themes were identified. When
writing the results, selected phrases were translated in
to English by an investigator and retranslated into
Sinhalaby aseparateinvestigator to assess comparability
with original content.

Ethics

Ethics approval for the study was obtained from Ethics
Review Committee, of the National Hospital of Sri Lanka.
Only those who gave written informed consent were
included in the study. All audio and hardcopy datawas
stored securely and confidentially.

Results
Participant characteristics

Caregivers of persons with mild to moderate dementia
wereincluded in the study. All the caregiverswerefamily
members and al had been with the person from the
diagnosis of theillness (Table 1).

Characteristic Caregiver Person
Years with
dementia
Years
Age (mean) 65.3 (52-82) 73.2 (65-83)
Gender
Male 2 7
Female 10 5
Relationship to spouse 9
caregiver parent 2
parent in-law 1

Out of 12 individual swith dementiabeing cared-for, one
was able to prepare food with the assistance of the
caregiver. None of the others were preparing meals and
they needed varying levels of assistance at mealtime,
ranging from minimal support to continuous supervision
and encouragement.

Four main themes and sub themes were recognised.
Thesethemesareinterrelated and not mutually exclusive.
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Problems experienced by the caregivers
with regards to preparation of food and at
mealtimes

Difficulty in food preparation was one area of concern.
Some of the caregivers were caring for spouses with
dementia, and faced problemsin having to make regular
meals. One of the caregivers who was looking after his
wifedescribed it thisway:

“ She was the one who used to cook for both of us.
Now she can't cook alone, so | help her to cook” .

A magjority of the individuals described in the study did
not have any problem in getting their food prepared, as
thecaregiver or the other family memberswere preparing
food.

We noticed that difficultiesin continuing mealtime habits
was another concern. Some were not used to sit at the
tableto dine. They sat onachair infront of thetelevision
and took meals while holding the plate with one hand,
which became difficult withtime. One participant of the
group discussion described it this way:

“ 1t was difficult for him to sit on the chair while
holding the plate with his hand, the plate tiltsto a
side and food falls on the floor. Therefore, | make
him sit first and give the plate to his hand. Yet he
cannot eat while holding the plate with one hand
anymore......"

Maintaining table manners has become difficult for many
persons with dementia, and this was a concern for the
caregivers. We came across such a situation where
caregiver described that her husband was not following
table manners.

....... he takes spoon with the hand he was eating

Changes in the quantity of food consumed

One common themethat emerged wasregarding changes
in the quantity of food consumed. Some carers noted
decreases in food intake. Here the carer describes how
the patient’s passivity and need of assistance led to
reduced intake:

“When he is made to sit at the table he stays till.
He doesn't serve himsdlf. ...... When heis eating he
misses the curries and leaves them on the plate” .

Increased intake of food was also described by some
carers. Reduced awareness of the quantity of food led to
over eating, if not actively prevented by the caregiver.
One of the caregivers described that her mother had no
idea of the quantity of food to serve, when eating:

“If | allow her to serve, she takes all the food from
the pot” .

Another caregiver described how her mother would finish
awhole bunch of bananasif it was kept in an accessible
place:

“If the bananas are kept on the table she finishes
all of it”.

When the food and beverages were served to plates or
cupsfor the person with dementiaaswell as other family
members, the person with dementiawould consumethe
others’ food and beverages due to the difficulty in
recognizing own utensils. One of the caregivers
described how thiswas a problem:

“He cannot identify his cup, he drinksthe tea made
for children if | keep those in a place where he
cansee”.

As the person with dementia often could not recall
whether they have had meals or not, offering food more
than once in a single meal results in overeating. One
caregiver did not identify this asa problem:

“ He cannot remember whether heateor not, if | ask
he says: no | didn’t eat.... So | don’t mind giving
food again” .

Measures taken by the caregivers

Some caregivers planned meal s to reduce the workload
and stress, and to ensure regular meal patterns. One
caregiver whowasliving alonewith hisspouse el aborated
on how they were managing this situation:

“... 1 help her to cook. We cook for a whole week
and storein the fridge” .

Changing the dining to a more convenient place was
another adaptive measure described in the group. The
caregiver who described that her husband used to sit in
front of televisionto dinewhile holding the plate, further
elaborated as below:

“ | used to make himsit first and give the plateto his
hand. Yet he cannot eat while holding the plate
with one hand anymore. Now | offer himhisplate at
the table”.

Individua swho were passive at thetableand wereunable
to complete the meal alone appeared to benefit by
supervision and assistance. One of the caregiverswhose
husband tended to stay passively at the table described
how she assisted him:

“...When he is eating he misses the curries and
leaves them on the plate. | have to point themout to
him'”.

Another caregiver described how she used to keep other
family members’ cups separately to avoid confusion.
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Adaptive utensils enable individuals to be independent
toacertain degree. One caregiver had introduced ametal
plate and a cup in the place of fragile porcelain utensils,
to avoid breakage.

“Now | give food in a metal plate and cup” .
In this study population no one was using cutlery.

While many of the measures taken by the caregivers
were adaptive, we noticed that some caregivers have
adopted non-adaptive measures. Some of the caregivers
reported taking over responsibilities as a response to
functional deficits and mistakes, instead of helping the
individua to be independent. For example, two of the
caregivers described that they now served food for their
relativewith dementia:

“1 servefood to her plate. If | allow her to serve she
takes all the food from the pots” .
“Itisdifficult for her to serve-so | doit for her” .

Emotional responses of the caregivers

Exhaustion was very well apparent in one of the
caregivers. She lived alone with her husband with
dementia. She expressed being exhausted with carrying
out all the household work and looking after her husband.

“How can | do these things all alone? | amalso a
patient. | have lost my weight too” .

In response to mistakes, someindividual swith dementia
would be criticized by the caregivers. For example one
caregiver criticized her husband's inability to maintain
tablemanners:

“How much | tell he takes the spoon with the hand
he was using to eat hisfood” .

Some were humiliated because of the difficulties they
face at mealtimes. One of the caregivers stated that she
found it funny that her husband was drinking tea made
for others.

One caregiver reported that she gave her husband food
on a metal plate and a cup instead of porcelain plate.
Even though she had done it as an adaptive measure it
was apparent that she felt he was dishonoured by this
action. Thisemotional responsewasrevealed to usfrom
her tone and use of words.

“Now | givefood in metal plateand cup. Previously
he didn't eat in those, he used porcelain ....”

Caregivers denied experiencing emergency situation at
medltimes.

None of the participants had sought professional
assistance from support groupsfor mealtime difficulties.
Caregivers had not considered these difficulties as a
clinical problem.

Discussion

Our focus group discussion provides insight into
mealtime difficulties experienced by caregiversof people
with dementia and their responses, from a South Asian
perspective. This study addresses difficulties among
people with dementia who are able to feed themselves,
whereasthe availableliterature focusesmostly on people
with advanced dementia.

The main themesthat emerged from the study included,
difficultiesin continuing mealtime habits and manners,
difficultiesin preparing food and changesin quantity of
food intake leading to reduced intake as well as over-
eating. Some caregivers took over responsibilities,
making theindividual with dementiamore dependent. A
range of emotional responses on the part of the
caregivers was also observed.

Weight lossin peoplewith dementiaiswell documented
(12). Factors which can influence the quantity of food
intake in those with advanced dementia have been
identified, such as chewing difficulties, swallowing
difficulties and refusal to feed. We did not come across
these issues, probably because the group we selected
only included peoplewith early dementia (13, 14).

The literature documents that people with dementia
ingest more calories per kilogram body weight within a
day compared to people of the same age without
dementia (15). We identified severa possible reasons
for overeating in the current study. Impaired judgment
on food quantity and difficulty in recognizing their own
utensils are possible causes. Voluntary overfeeding by
caregivers noted in our study is not reported in the
literature but may also be contributing to overfeeding.
Thisbehaviour on the part of the caregivers may be due
to the cultural view that providing as much as food as
possibletoan‘ill’ individual isconsidered an act of merit.

Mealtime practices vary among cultures, which
influences the difficulties in feeding themselves,
experienced by patients with dementia. For example
serving food directly from the cooking potsto the plate
and sitting on achair to dinewhile holding the platewith
one hand, are recognized practices in the Sri Lankan
culture. When the person with dementia develops
difficultiesin performing executivefunctions, they find
these routines difficult. Thisagain was anew aspect we
found in our study, which has not been reported in the
literature elsawhere.

There are many modifications that can be done in the
dining environment to reduce distractions. Theseinclude
minimizing noises, maintaining contrasts between the
table cloth, plate and food, avoiding patterned utensils
and removing unnecessary objects from the table (16).
Adaptive utensils also improve the functional state and
independencein peoplewith dementia (10). But none of
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the caregivers in our study described any similar
modifications except use of non-fragile platesand cups.
They appeared not to be aware or not to have considered
these modifications. Lack of access to information on
these aspects, disconnection from support groups and
inadequate attention to these issuesin clinical practice
might have been contributory.

In some instances, caregivers appeared to take over
responsibilitiesbecauseitiseasier inthisway tofinisha
particular task. The cultural concept of performing
everything on behalf of ‘ill’ individuals may also have
contributed to this response. It has been shown that
patients are happy to be independent in eating as long
as possible (17). Respecting the dignity of the patient
during mealtimesisvery important. During thisstudy it
was noted that in some instances the individual is
dishonoured in a subtle manner, in the process of being
looked-after, even when patients are being looked after
by family caregivers. This can affect the psychol ogical
well-being and functional status of individualswithmild
to moderate dementiawho have some degree of insight.

Limitations

The findings of this study are based on a single focus
group discussion. Having several discussions with
several groups would have provided more information.
Considering the group dynamics and stigma on people
with dementia there is a possibility of bias in the
information gathered.

Conclusions

This study reveals multiple mealtime difficulties
experienced by caregivers looking after persons with
early dementia, whichisespecially applicabletotheAsian
culture, which has not been explored earlier. Use of this
knowledgeinroutineclinical practicewouldimprovethe
quality of care.
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