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Abstract

Background: Artificial nutrition and hydration (AN&H) may be provided to
individuals in the home environment, and family caregivers are often involved
in the management of this intervention. This experience can have multiple con-
sequences for families.

Aims: The aim of this meta-ethnography is to explore and synthesize the per-
sonal experiences of family caregivers providing care to a person receiving home
AN&H.

Methods & Procedures: A comprehensive search of the literature was con-
ducted without any time limitations applied. Seven stages of meta-ethnography
were followed. Public and patient involvement was incorporated into the devel-
opment of the line of argument synthesis in this review. This review is reported
following the eMERGe guidelines and it was registered in PROSPERO.

Main Contribution: A total of 22 studies were included representing the expe-
riences of 336 family caregivers. Two main themes emerged: (1) sink or swim,
being thrown in at the deep end; and (2) professional support as a bedrock.
The first theme represents the experiences from the very start of home AN&H
when the family caregivers may be overwhelmed with the level of skills they
have to acquire. With time, family caregivers perceived the benefits, but also the
challenges, associated with managing home AN&H. If a person receiving home
AN&H was able to continue with some oral intake, it had a positive impact on
family caregivers’ experiences. The second theme represents the influence of pro-
fessional support on the lived experience of family caregivers managing home
AN&H. This support should be individualized, comprehensive, and co-created
with the family caregiver and the person receiving home AN&H.

Conclusions & Implications: This review concluded that caring for a person
receiving home AN&H can be very challenging for family caregivers. Family
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caregivers require personalized support from a multidisciplinary team of health-
care professionals to acquire skills, competence and confidence in this new role.
Speech and language therapists are important members of this multidisciplinary
team because they can facilitate a continuation of oral intake as appropriate.

KEYWORDS
artificial feeding, enteral feeding, family caregivers, meta-ethnography, systematic review, tube
feeding

WHAT THIS PAPER ADDS

What is already known on the subject

* AN&H has an impact not only on the person receiving it but also on the wider
family and family caregivers. Healthcare professionals have a role in support-
ing people living with AN&H.

What this paper adds to existing knowledge

» This review presents a rigorous qualitative evidence synthesis that adheres
fully to the eMERGe guidance for reporting of meta-ethnography. Within this
meta-ethnography a current caregiver was consulted during the creation of the
line of argument synthesis to provide a unique perspective to the review pro-
cess. This review synthesized the current body of evidence that explores the
lived experience of home AN&H (any type) for family caregivers, identifies
where professional support is required and highlights current gaps.

What are the potential or actual clinical implications of this work?

* Family caregivers require personalized support from a multidisciplinary team
of healthcare professionals to adjust to living with home AN&H. This sup-
port assists people living with home AN&H in perceiving benefits and devel-
oping more positive experiences. Speech and language therapists are impor-
tant members of the multidisciplinary team supporting individuals with home
AN&H and their family caregivers as they can facilitate a continuation of oral
intake as appropriate.

populations, but not all. For example, critically ill people
may develop significant side effects (Lewis et al., 2018).
PN is introduced to bypass the gastrointestinal tract as

Nutrition and hydration are essential for living, and indi-
viduals who cannot adequately receive food and flu-
ids orally may require artificial nutrition and hydration
(AN&H). The types of AN&H include enteral nutrition
(EN) and parenteral nutrition (PN). EN means that nutri-
tion is delivered via a feeding tube into the stomach or
bowel to bypass the mouth and pharynx. EN requires a
functional gastrointestinal tract and may assist in main-
taining the integrity of the gut barrier (Altintas et al., 2011;
King et al., 1999; Kyle et al., 2006). EN is suitable for some

nutrition is delivered intravenously. PN may be supple-
mental to EN when EN alone is inadequate (Singer et al.,
2011).

Some countries and cultures consider AN&H as medical
interventions that aim to improve life expectancy or quality
of life (QOL), while others perceive them as means to facili-
tate the basic needs of an individual (Cardenas, 2021). The
meaning of nutrition for humans extends beyond satisfy-
ing hunger and sustaining life, and has been of interest to
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sociologists (how we choose, prepare and share food) and
anthropologists (often investigating the relation between
food and cultures) (Aktas-Polat & Polat, 2020). The recent
ESPEN guideline on home EN highlights how this allows
the individual to return home to a familiar environment
in which support can be provided by the individual, fam-
ily, friends or professional carers (Bischoff et al., 2020).
The family members of people dependent on home AN&H
often become informal caregivers and are obligated to par-
take in many duties related to AN&H, such as cleaning
and administration of formula and medications (Silver &
Wellman, 2002). These family caregivers (FCs) may have
limited knowledge and training when compared with pro-
fessional caregivers, such as nurses (Alsaeed et al., 2018;
Silver et al., 2004) and caring at home provides a differ-
ent dynamic than hospital care, or that of care homes
(Alsaeed et al., 2018). This presents various challenges for
FCs and although some describe the experience as posi-
tive, highlighting their dedication, pride and satisfaction
with the role (Bjuresiter et al., 2012; Jukic et al., 2017; Smith
et al., 1991), others have found it burdensome and difficult
(Bjuresiter et al., 2012).

People living with AN&H, as well as their FCs, have
identified positive outcomes from AN&H and weight man-
agement is noted as one of the main benefits (Mayre-
Chilton et al., 2011). The provision of AN&H can reduce
FCs’ anxiety about the risk of choking among loved ones
(Brotherton et al., 2006; Green et al., 2019a; Halliday et al.,
2017; Stavroulakis et al., 2016; Wilson, 1993) and its initia-
tion can be associated with a sense of relief and security
for FCs (Orrevall et al., 2005). However, the role of FCs
managing older adults receiving home AN&H is time and
task intensive, requiring constant care (Jukic et al., 2017;
Silver et al., 2004). Many FCs experience stress and fatigue
(Lim et al., 2018) as well as a significant impact on their
own QOL (Jukic et al., 2017). Although changes in lifestyle
and QOL are noted among FCs of individuals on AN&H,
Jukic et al. (2017) conclude that this is influenced by the
impact of the frailty and underlying disease of the family
member receiving AN&H, and related to the level of social
support provided by other family members or formal care-
givers (Jukic et al., 2017).

In light of the significant impact on personal and fam-
ily life, the ESPEN guidelines on home PN make spe-
cific recommendations (Bischoff et al., 2020). It is pro-
posed that psychologists and social workers should be part
of the multidisciplinary team supporting individuals with
AN&H, alongside physician specialists with a background
in surgery and gastroenterology, specialized nurses, dieti-
tians and pharmacists (Pironi et al., 2020). The ESPEN
guidelines on home enteral feeding recognize the role of
speech and language therapists (SLTs) for optimal manage-
ment (Bischoff et al., 2020).

Disorders

A recent systematic review aimed to identify and syn-
thesize the available evidence exploring the experiences
of home EN caregivers and included 10 studies published
since 2012 on this topic (Mou et al., 2021). While the review
methods employed by Mou et al. (2021) present some limi-
tations in terms of comprehensiveness of their review pro-
cess, their findings may provide some potential insight into
this phenomenon. They note that FCs take on new roles
and responsibilities which result in changes in daily care
routines, lifestyles and relationships. The authors also con-
clude the FCs are not adequately supported and recom-
mend further research exploring specific interventions and
supports for FCs (Mou et al., 2021). In light of the limita-
tions regarding the methods of this recent review, a gap
remains with respect to the systematic synthesis of the
current evidence exploring FCs’ experiences of AN&H at
home.

The aim of this meta-ethnography is to explore the
personal experiences of FCs providing care to a person
receiving home AN&H. Qualitative syntheses may gen-
erate more comprehensive theory, add further depth to
existing systematic reviews of effectiveness of an interven-
tion, or provide insights into reasons why interventions
succeed or fail (Atkins et al., 2008). Meta-ethnography
is a commonly used method of qualitative synthesis that
draws together data from multiple studies, thus enriching
our understanding of personal experiences and helping to
inform health policy (Cahill et al., 2018). This review will
synthesize the available evidence related to FCs’ experi-
ences of home AN&H and propose a new line of argument
synthesis in order to inform clinical practice and identify
research gaps in relation to FCs’ experience of AN&H.

METHODS

This review employed a meta-ethnographic approach
(Noblit & Hare, 1988) which is a qualitative evidence syn-
thesis methodology frequently used within healthcare pro-
fessions (Cahill et al., 2018; Campbell et al., 2011; Grose
et al., 2013). Meta-ethnography is a seven-phase process
(Noblit & Hare, 1988) which allows for rigorous synthesis
of qualitative data (Cahill et al., 2018; France et al., 2019).
This article follows the eMERGe meta-ethnography report-
ing guidance (France et al., 2019), detailed in Table 1. This
review was registered on PROSPERO (CRD42020221925).
Patient and public involvement (PPI) is an important
element of empirical health research and considered as
advantageous by the Cochrane Consumer Network for the
production of relevant and accessible reviews (Park et al.,
2020). Although reported as infrequent in published meta-
ethnographic studies (Park et al., 2020), the benefits of
PPI have been noted in a recent meta-ethnographic review
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TABLE 1 Summary of eMERGe reporting guidance
Phase Article headings Reporting criteria
Phase 1: Selecting meta-ethnography and getting started Introduction 1. Rationale and context
2. Aims
3. Focus

Phase 2: Deciding what is relevant Methods
Findings
Phase 3: Reading included studies Methods
Findings
Phase 4: Determining how studies are related Methods
Findings
Phase 5: Translating studies into one another Methods
Findings
Phase 6: Synthesizing translations Methods
Findings
Phase 7: Expressing the synthesis Discussion

Source: France et al. (2019).

exploring the personal experiences of gastrostomy tube
in neurodegenerative diseases (Lisiecka et al., 2021). This
current review also incorporated PPI to allow for multi-
perspectival interpretation of findings. A current FC was
briefed on the findings emerging from the studies included
in this review and invited to provide their own contribution
to the line of argument synthesis based on personal expe-
riences of AN&H.

Search strategy

With support from an academic librarian, the initial search
strategy was developed by D.L. and A.K., in conjunction
A.B. A systematic search of eight databases was com-
pleted in November 2020 and a follow-up search was com-
pleted in October 2021, with two new studies included in
the review. The following databases were searched, Aca-
demic Search Complete, APA PsychArticles, APA Psych-
info, CINAHL, Medline, Pubmed, Embase and Cochrane
Library using a combination of keywords and Boolean
terms, as outlined in Table 2.

Screening process

The search results were imported into the web appli-
cation Rayyan (https://rayyan.qcri.org/) (Ouzzani et al.,

4. Rationale

5. Search strategy

6. Search processes

7. Selecting primary studies

8. Outcome of study selection

9. Reading and data extraction approach

10. Presenting characteristic of included studies
11. Process for determining how studies are related
12. Outcome of relating studies

13. Process of translating studies

14. Outcome of translation

15. Synthesis process

16. Outcome of synthesis process

17. Summary of findings

18. Strengths, limitation and reflexivity

19. Recommendations and conclusions

2016) and two authors (D.L. and A.K.) performed indepen-
dent reviews of titles and abstracts. Following this initial
screening process, both authors then read all articles iden-
tified for full text review to determine if the studies met the
inclusion criteria. Any disagreements were discussed until
a consensus was reached. The reference list of any related
review articles were also screened to identify any poten-
tially relevant studies for inclusion. Where full-text arti-
cles were not available, authors were contacted to request a
full text. Figure 1 presents the identification, screening and
inclusion process.

Eligibility criteria

Qualitative and mixed-methods study designs were
included if they focused on the lived experiences, thoughts
or perspectives of FCs who were caring for adults over 18
years of age, living at home and receiving home AN&H.
There was no restriction in relation to the type and regime
of AN&H. Studies including experiences of individuals
with AN&H only, health professionals or formal (paid)
caregivers, along with findings limited to quantitative
results were excluded. Studies investigating the experi-
ences of FC and people living at home with AN&H were
excluded if it was not possible to extract the data from FC
in the findings. The care recipient’s illness and their rela-
tionship to the caregiver (whether spouse, child, friend)
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TABLE 2 Boolean operator terms

S1
Population (family caregivers)

Spouse OR parent OR famil* OR carer OR
caregiv* OR wife OR husband OR next
of kin OR partner

Language

Time limits

Disorders

Boolean operator terms

S2 S3

Exposure (non-oral feeding) Outcome (experience)

Artificial feeding OR Artificial nutrition
OR Enteral feeding OR Enteral
nutrition OR Feeding tube OR NG OR
Nasogastric OR Parenteral nutrition
OR Parenteral feeding OR PEG OR PIG
OR PEJ OR Tube feeding OR non-oral
feeding OR Gastrostomy

English

None

Understanding OR perspective OR views
OR feelings OR World experience OR
Lived experience Or qualitative OR
phenomenology

Type of studies Qualitative studies reporting experiences of informal adult caregivers of adults living with
non-oral feeding (both must be over 18 years of age). All types and reasons for non-oral
feeding will be included. No restrictions in relation to the duration of caregiving
experience

Exclusion Quantitative studies, large-scale surveys which include some qualitative data through
open questions. Participants 18 years old
Studies where the focus is not on the caregiver’ perspective (e.g., those focusing on the
patient’s experience or health professional experience of delivering interventions).
Studies with carers as well as people receiving home AN&H where it was not possible to
extract the findings from the caregivers. Studies where persons with AN&H were in
acute or long-term institution

[ Identification of studies via databases and registers ] [ Identification of studies via other methods ]
)
Records identified from: Records removed before
5 D:ztabases (n =14724) screening: Records identified from:
o cademic search complete (n = 1317) 5 . _
2 APA Psycinfo (n =444) Duplicate records removed (n Websites (n = 0)
3 /élF;jAZsLycagialg%n =3 =4441) Organisations (n = 0)
£ Niodind on= 168 > Records marked as ineligible by Citation searching (n = 19)
E Pubmed (n = 6364) automation tools (n = 4440) etc.
k] Embase (n = 3289) Records removed for other
Cochrane library complete (n = 363) reasons (n = 1)
Registers (n =0)
—
R d d (title & ab ) R d luded
ecords screened (title & abstract ecoras excluae
—
(n=10,283) (n=10,117)
Reports sought for retrieval »| Reports not retrieved Reports sought for retrieval .| Reports not retrieved
) (n=166) "l (n=25) (n=19) Tl (h=0)
=
3
: } }
[
»
Full text reports assessed for _ Replorts_ t?xcluded: . _ Reports assessed for eligibility
P - —> neligible population (n = 38) il »| Reports excluded:
eligibility (n = 141) 2 _ (n=19) P
Ineligible methods (n = 54) Ineligible methods (n = 12)
Not related to AH&N (n = 7) Ineligible population (n = 3)
Cannot separate data from Not related to AH&N (n = 4)
patients and caregivers (n =
2)
— Article not in English (n = 2)
Not peer review (n = 4)
Conference abstract (n = 12)
b
° Studies included in review <
3 (n=22)
£
FIGURE 1 PRISMA [Colour figure can be viewed at wileyonlinelibrary.com]
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were not stipulated. No time limit was applied, however,
only studies published in English were considered for
inclusion.

Quality appraisal

Two authors (D.L. and A.K.) independently used the crit-
ical appraisal skills programme tool (CASP) to assess the
quality and rigour of each of the included articles (Cahill
et al., 2018; Chenail, 2011) (see the additional support-
ing information 1). Any disagreements were discussed and
studies were reviewed collaboratively until a consensus
was reached. The results of the CASP tool are not eas-
ily translated into classification from ‘low’ to ‘high’, so a
‘deciding criteria’ can be useful to determine relative study
quality and its importance for the review (Long et al.,
2020). The deciding criteria for inclusion in this review
was the presence of qualitative data from participants who
were acting in the capacity of FCs for adults receiving
home AN&H.

Translating and synthesizing studies

The studies deemed eligible for inclusion were imported
into NVivo 12. Study characteristics and key contextual
information were extracted from each article. Data col-
lection and analysis was carried out systematically and
independently by D.L. and A.K. The initial step of data col-
lection included extracting first-order data (participants’
quotations, mainly from the result section) from each
study within NVivol2 where coding was completed. The
emerging themes were established. These themes repre-
sented close reflections of the original data. Subsequently,
the same process was followed for second-order data. Here
data was extracted from authors’ interpretations of first-
order data, mainly presented in the discussion section of
the articles and within the authors’ summaries of the first-
order data when reporting the findings. Regular meetings
took place to agree the themes emerging from the first-
and second-order data and in order to ensure they ade-
quately represent each study. Next, D.L. and A.K. devel-
oped new theories (third-order themes), by interpreting
first- and second-order themes across all 22 studies. A.B.
was available to resolve any disagreements throughout the
above process. During the process of reciprocal and refu-
tational translation of data from all studies, new theories
were developed and synthesized into third order themes.
For a visual representation of this process, see the addi-
tional supporting information 2.

Following the process of reciprocal and refutational
translation, initially within each study and subsequently

across all 22 studies, the new theories (third-order themes)
were developed. A line of argument synthesis provides a
novel interpretation going further than translation, plac-
ing any similarities and dissimilarities into a new inter-
pretive context (France et al., 2019; Noblit & Hare, 1988).
The line of argument synthesis was created from the third-
order themes, which we discussed, merged and expressed
as our interpretative creation. A current caregiver was con-
sulted during this process; this facilitated the provision
and consideration of a unique perspective. Following the
caregiver’s feedback, the final line of argument synthesis
was generated and the associated diagram was developed
(Figure 2).

FINDINGS
Selected studies

Following the systematic search, 14,724 articles were
identified through electronic databases and a further 19
through screening of reference lists. After a systematic
elimination process (Figure 1), 22 articles were selected for
inclusion in this meta-ethnography.

The 22 studies included in this review were published
over a 30-year period. The majority (19/22) of studies
employed a qualitative design (Ang et al., 2019; Asiedu
et al., 2018; Bjuresdter et al., 2012; Brotherton et al., 2006;
Cohenetal., 2012; Green et al., 2019a, 2019b; Halliday et al.,
2017; Jukic et al., 2017; Mayre-Chilton et al., 2011; Mori
et al., 2019; Orrevall et al., 2005; Penner et al., 2012; Rick-
man, 1998; Sezer et al., 2020; Smith et al., 1993; Sowerbutts
et al., 2020; Stavroulakis et al., 2016; Xue et al., 2021) and
three were mixed methods (Fuhr & Ciachi, 2019; Kurien
et al., 2017; Rickman, 1998). Data were collected predomi-
nantly through interviews (19/22) (Ang et al., 2019; Asiedu
et al., 2018; Bjuresdter et al., 2012; Brotherton et al., 2006;
Cohen et al., 2012; Fuhr & Ciachi, 2019; Green et al., 2019a,
2019b; Halliday et al., 2017; Kurien et al., 2017; Orrevall
et al., 2005; Penner et al., 2012; Rickman, 1998; Sezer
et al., 2020; Smith et al., 1991; 1993; Sowerbutts et al., 2020;
Stavroulakis et al., 2016; Xue et al., 2021) and focus groups
(3/22) (Jukic et al., 2017; Mayre-Chilton et al., 2011; Mori
et al., 2019). One study used a photo-elicitation interview-
ing method (Asiedu et al., 2018), and one supplemented
interviews with observations of Percutaneous Endoscopic
Gastrostomy (PEG) feeding practices (Sezer et al., 2020).
Studies represented a wide geographical location includ-
ing the UK (Brotherton et al., 2006; Green et al., 2019a,
2019b; Halliday et al., 2017; Kurien et al., 2017; Mayre-
Chilton et al., 2011; Sowerbutts et al., 2020; Stavroulakis
et al., 2016), United States (Asiedu et al., 2018; Cohen
et al., 2012; Smith et al., 1991; 1993), Sweden (Bjuresiter
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Adequate professional support

Introduction
of home
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professional
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Low
confidence
levels of FC

FIGURE 2

et al., 2012; Orrevall et al., 2005), Canada (Penner et al.,
2012), Brazil (Fuhr & Ciachi, 2019), Singapore (Ang et al.,
2019), Japan (Mori et al., 2019), China (Xue et al., 2021),
Turkey (Sezer et al., 2020) and Italy (Jukic et al., 2017).
One study did not specify the location of participants,
but the authors’ affiliations were in the UK (Rickman,
1998). Sample size ranged from three (Mayre-Chilton
et al., 2011) to 84 (Cohen et al., 2012) participants, and in
total 336 FCs were included in the meta-synthesis. Where
reported, their age ranged from 18 (Cohen et al., 2012) to
94 years (Bjuresiter et al., 2012). Gender was reported in 16
studies, and the majority were female (75%). There was no
reference to socio-economic status in any of the studies,
and only five reported data on participants’ employment
(Mayre-Chilton et al., 2011; Mori et al., 2019; Sezer et al.,
2020; Smith et al., 1991; Sowerbutts et al., 2020). Ethnicity
was reported in seven studies only (Ang et al., 2019; Asiedu
et al.,, 2018; Cohen et al., 2012; Halliday et al., 2017; Jukic
et al., 2017; Kurien et al., 2017; Sowerbutts et al., 2020), and
the majority were white. With regard to the relationship
with the care recipient approximately half (n = 155) were
spouses. These data were not reported for six studies
(Ang et al., 2019; Fuhr & Ciachi, 2019; Jukic et al., 2017;
Rickman, 1998; Stavroulakis et al., 2016) or could not be
extracted (Sowerbutts et al., 2020). Where reported, cancer
(Ang et al., 2019; Asiedu et al., 2018; Bjuresiter et al., 2012;
Brotherton et al., 2006; Cohen et al., 2012; Halliday et al.,
2017; Kurien et al., 2017; Mayre-Chilton et al., 2011; Orrevall
et al., 2005; Penner et al., 2012; Rickman, 1998; Sezer et al.,
2020; Smith et al., 1991, 1993) and neurological conditions
(Ang et al., 2019; Asiedu et al., 2018; Bjuresiter et al., 2012;
Brotherton et al., 2006; Jukic et al., 2017; Mori et al., 2019;
Rickman, 1998; Sezer et al., 2020; Stavroulakis et al., 2016)
were the most prominent diagnosis for the care recipients.
One study reported the experiences of patients with short
bowel syndrome intestinal failure (SBS-IF) and their FC
(Sowerbutts et al., 2020). A variety of AN&H types were
used (see Table 3 for further characteristic of individual
studies).

Struggling to
reorganise
own life

Positive
experiences
for FC

Negative
psycho-
social
impact on
FC

Adjusting to
AN&H

Line of argument synthesis [Colour figure can be viewed at wileyonlinelibrary.com]

Synthesizing translations

New theories, which were developed during the process
of reciprocal and refutational translation of data from all
studies, were synthesized into two third-order themes: (1)
sink or swim and (2) professional support as a bedrock.
These are presented below. Participants’ quotations (first-
order data) are underlined and in italics, authors’ quo-
tations are in italics only. Additional supporting infor-
mation 2 provides an overview of the first- and second-
order themes, their subthemes, and a supporting quota-
tion, along with their connection to the third-order themes.

Theme 1: Sink or swim, being thrown in at
the deep end

The commencement of home AN&H generally emerged
as a difficult time, as FCs had to cope with this new
intervention on top of other demands associated with
the underlying illness of the care recipient. For some,
the initial reaction to AN&H was ‘very strong and neg-
ative’ (Jukic et al.,, 2017). FCs often perceived find-
ing themselves in an ‘inescapable’ (Bjuresiter et al.,
2012) situation where they had not been given any
choice (Bjuresiter et al., 2012; Penner et al., 2012; Smith
et al., 1991, 1993): ‘The roles we’re in right now are
not roles we would choose to be in’ (Penner et al.,
2012).

FCs had to quickly learn new skills required to man-
age AN&H (Smith et al., 1991), which sometimes had to
be achieved with little assistance from professionals (Smith
et al., 1993; Xue et al., 2021). Handling equipment related
to AN&H was challenging, in some cases due to FCs’
decreased fine motor skills or fragility of the equipment
parts (Stavroulakis et al., 2013). Some FCs felt forced to
take on new responsibilities (Bjureséter et al., 2012). Some
felt insecure when managing home AN&H as they were
worried about ‘making a mistake and leaving something
out’ (Jukic et al., 2017). Uncertainty and ambivalence were
most frequently mentioned feelings in one study: ‘We don’t
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know anything about how long this tube is going to last, and
when we can feed him (the patient) through hismouth’ (Xue
et al., 2021). Managing AN&H was reported as ‘struggling
in an inescapable life situation’ (Bjuresiter et al., 2012),
‘time consuming’ (Kurien et al., 2017) or an ‘inconvenience’
(Green et al., 2019b). Many FCs reported experiencing sig-
nificant challenges as their life had changed (Bjuresiter
et al., 2012; Fuhr & Ciachi, 2019; Green et al., 2019b; Jukic
et al., 2017; Penner et al., 2012; Sowerbutts et al., 2020;
Stavroulakis et al., 2016; Xue et al., 2021) and they had to
plan their days around feeding times (Stavroulakis et al.,
2013). ‘Juggling’ all tasks and duties became necessary, as
‘life happened between feedings’ (Penner et al., 2012). ‘I can
be strong but, you know, it’s hard to be strong...’ (Penner
et al., 2012). AN&H restricted freedom (Bjuresiter et al.,
2012; Green et al., 2019a, 2019b; Sowerbutts et al., 2020):
‘Living with that it’s like having a ball and chain right.
It ruins your life’ (Green et al., 2019a). Feeding routines
were restrictive for the FCs: ‘Everything about his regimen
restricts my life. He’s feeding during the day now and it is
stopping us from going out. I'm quite bitter about it because
he hasn’t got that long to live’ (Brotherton et al., 2006).

All studies reported that home AN&H had an evident
impact on the FCs. For some, it brought a change of rela-
tionships, responsibilities and roles within families (Bai-
jens et al., 2020; Penner et al., 2012; Smith et al., 1993;
Xue et al., 2021). Psychological burden of AN&H was fre-
quently reported, with FCs feeling lonely and socially iso-
lated (Bjuresiter et al., 2012; Green et al., 2019b; Jukic et al.,
2017; Mori et al., 2019; Penner et al., 2012; Sezer et al., 2020;
Smith et al., 1991; Xue et al., 2021), anxious (Ang et al.,
2019; Fuhr & Ciachi, 2019; Green et al., 2019b; Kurien et al.,
2017; Penner et al., 2012; Smith et al., 1991) and depressed
(Bjuresiter et al., 2012; Smith et al., 1991). FCs’ sleep was
affected (Green et al., 2019b; Halliday et al., 2017; Penner
et al., 2012), for example, due to altered sleep position or
noises from the feeding pump (Halliday et al., 2017). Some
FCs neglected their own needs to provide the best care for
their relative (Sezer et al., 2020; Xue et al., 2021), and for
some the burden of managing home AN&H overshadowed
the benefits of it (Bjuresiter et al., 2012).

FCs experienced loneliness and loss of togetherness dur-
ing meals, which was difficult for them (Green et al., 2019b;
Mori et al., 2019; Stavroulakis et al., 2016). Mealtimes were
now stressful for FCs, who often felt guilty (Bjuresiter
et al., 2012; Penner et al., 2012): ‘It was painful that only
I ate but you could not eat at all’ (Mori et al., 2019). Some
FC avoided eating in front of the person with AN&H or
chose to cook bland food without any strong aroma (Pen-
ner et al., 2012). FCs greatly appreciated if a care recipient
was able to take even minimal amounts of oral diet (Green
et al., 2019b; Mori et al., 2019) as this reduced their bur-
den and social isolation, allowing the whole family to sit

at the table for meals: ‘My husband himself did not want
to meet visitors. If his friends leave his room to drink tea,
the purpose ofvisiting the patient cannot be fulfilled. This
situation changed completely and dramatically when he was
able to eat or drink a little bit from the tip of a spoon’ (Mori
et al., 2019). Sometimes oral diet was given, despite pro-
fessional advice and clinical risk, to improve QOL (Green
et al., 2019b; Mori et al., 2019).

The impact of AN&H on the recipient’s and FC’s QOL
was not straightforward. In addition to AN&H, QOL was
also influenced by the underlying illness (Brotherton et al.,
2006). One study reported that QOL of the participants
(patients and FCs) was preserved, but not improved follow-
ing AN&H insertion (Kurien et al., 2017). One FC reported
that AN&H resolved the issue of relative’s chest infections
leading to ‘acceptable but boring [QOL] because of the loss
of enjoyment of food’ (Brotherton et al., 2006). In this study
which explored both patients’ and FCs’ perspectives, it
emerged that FCs’ perceptions of care recipients’ QOL may
differ from the care recipient’s self-perceived QOL. FCs
perceived that the QOL of the person with AN&H was less
acceptable than the perception of the person with AN&H.
People with home AN&H viewed their QOL much more
positively than their FCs (Brotherton et al., 2006).

The relationship between FCs and care recipients was
reciprocal and the success of managing AN&H well is
a ‘shared accomplishment’ (Asiedu et al., 2018). Some
FCs reported social and psychological benefits related to
AN&H and stated that the perceived benefits can out-
weigh problems associated with managing AN&H at home
(Orrevall et al., 2005; Stavroulakis et al., 2013, 2016). Par-
enteral hydration was well received by FCs of relatives
nearing the end of life, as it lessened their pain, improved
appetite, sleep and energy levels (Cohen et al., 2012). It
emerged that FCs required time to adapt and adjust to liv-
ing with home AN&H and to see benefits of it (Ang et al.,
2019; Bjuresdter et al., 2012; Green et al., 2019a; Kurien
et al., 2017; Mayre-Chilton et al., 2011; Smith et al., 1993;
Sowerbutts et al., 2020; Xue et al., 2021), ‘In the begin-
ning, the situation was experienced as chaotic, but as time
went by, things settled down’, but others perceived them-
selves as being ‘forced to adjust their own daily living to
the tube feeding’ (Bjuresiter et al., 2012). In one study,
most FCs required 3 months to perceive expected bene-
fits of home AN&H (Kurien et al., 2017). Despite signif-
icant psychosocial impact of AN&H on FCs, the adapta-
tion process was generally positive once FCs mastered the
technology (Smith et al., 1993). Some FCs, who reported
benefits from home AN&H, perceived this intervention
to be ‘convenient’ (Green et al., 2019b), a ‘peace of mind’
(Asiedu et al., 2018) and an ‘enormous relief (Orrevall
et al., 2005) that an alternative route for nutrition, hydra-
tion and medication had been established (Asiedu et al.,
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2018; Orrevall et al., 2005). AN&H saved the time previ-
ously required to prepare meals, and it reduced an anxi-
ety associated with an oral diet (Green et al., 2019a, 2019b).
Managing AN&H united some families and provided them
with a sense of success in caring for their loved-one (Smith
et al., 1993). Finding a new purpose in life, sense of pride
and achievement extending beyond care-related activities
was reported: ‘You really have a sense of accomplishment
when you seethat everything is going well. My relatives and
neighbours respect me, and they think what I am doing is
great’ (Xue et al., 2021).

Theme 2: Professional support as a bedrock

Professional support was generally perceived as benefi-
cial (Halliday et al., 2017; Mayre-Chilton et al., 2011).
FCs highly valued professional training and advice
(Smith et al., 1991) but the professionals should be
able to provide both clinical and psychological support:
‘The sole psychological support of people, without clinical
competencies, wouldn’t be of use’ (Jukic et al., 2017).
Some FCs perceived lack of sufficient professional sup-
port (Bjuresiter et al., 2012; Green et al., 2019a, 2019b; Xue
et al., 2021), while others were satisfied with the train-
ing and support received (Ang et al., 2019; Halliday et al.,
2017; Rickman, 1998). Home visits from professionals pro-
vided a sense of security (Orrevall et al., 2005), but also
felt like ‘an examination that I have to pass each month’
(Jukic et al., 2017). Some FCs perceived to be left ‘a bit
in the dark, we were struggling.... I had no knowledge of
what I had to do to keep the thing clean or to even put a
feed through’ (Stavroulakis et al., 2013), or they were not
given adequate time to learn the skills required to man-
age home AN&H (Green et al., 2019a; Sezer et al., 2020;
Xue et al., 2021). Having follow-up services was referred
to as ‘the best thing’, but not everyone was offered this ser-
vice (Fuhr & Ciachi, 2019; Xue et al., 2021). FCs were reluc-
tant to bring their family member to a hospital in case of
out of hours problems with AN&H due to previous nega-
tive experiences and prolonged waiting time in the emer-
gency department (Green et al., 20192a). FCs were observed
to make serious mistakes and find their own solutions in
the absence of professional support, which can undermine
the safety of the person receiving home AN&H (Sezer et al.,
2020). A conflict between FCs and physicians was reported
regarding differences in perceptions of the risk versus ben-
efit of oral diet. In one study physicians wished to stop any
oral diet due to the risk of aspiration and death, whereas for
FCs even a slight amount of oral diet was associated with
many positive experiences (Mori et al., 2019).

FCs required comprehensive emotional, psychologi-
cal and clinical support at the time of making decision

Disorders

and ongoing after AN&H insertion (Asiedu et al., 2018;
Bjuresiter et al., 2012; Fuhr & Ciachi, 2019; Green et al.,
2019a; Jukic et al., 2017; Kurien et al., 2017; Mayre-Chilton
et al., 2011; Penner et al., 2012; Rickman, 1998; Stavroulakis
etal., 2016; Xue et al., 2021). This support must include ade-
quately tailored education (Stavroulakis et al., 2016) where
cultural values are addressed (Ang et al., 2019). Profes-
sionals’ support needs to be well coordinated (Brotherton
etal., 2006) and individualized (Orrevall et al., 2005). There
may be a discrepancy between a FC’s and care recipient’s
needs, perceptions and expectations, therefore the profes-
sional supports must be tailored to each person (Brother-
ton et al., 2006; Mayre-Chilton et al., 2011). The manage-
ment of home AN&H should be ‘a joint process’ between
FCs and professionals (Smith et al., 1991) in which profes-
sionals should ensure a flexible approach (Orrevall et al.,
2005; Penner et al., 2012). Peer support may be beneficial,
especially to alleviate the initial fear of managing AN&H
(Asiedu et al., 2018). Appropriate community support can
reduce the need of hospital admissions and should offer
out-of-hours services to manage emergencies (Green et al.,
2019a).

Line of argument

This review identified that commencement of home
AN&H often has a profound impact on the lives of FCs.
This impact starts when FCs are expected to manage home
AN&H, in many cases with insufficient education and
guidance from professionals. FCs may have little confi-
dence in their own ability to manage home AN&H, for
example due to their advanced age, decreased motor skills,
or other commitments in their family and professional
lives. When home AN&H is introduced, FCs seem to be
expected to reinvent their lives and find the time to provide
adequate support. Living with home AN&H can become
easier with time and especially when the condition of
the care recipient improves. However, many FCs may feel
forced into this role and perceive no other choice but
to adapt to home AN&H, despite feeling overwhelmed
and unable to take on all duties related to the manage-
ment of AN&H. Psycho-social consequences for FCs are
multiple and can be long lasting. Professional support
can be a bedrock for FCs, but it has to be individual-
ized, comprehensive, and co-created with FCs and the
person receiving home AN&H to ensure all their needs
are adequately considered. Professional support is crucial
during the decision-making process (this may start in a
hospital) and throughout living with AN&H, especially
during the first 3 months post insertion. Professionals
should not assume that every FC is capable of manag-
ing home AN&H without a careful assessment and open
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discussion. All potential consequences of living with
AN&H should be discussed, beyond expected medical ben-
efits. Oral intake, even minimal and provided for pleasure
and not nutritional value, should be supported as it can
minimize the burden of care, improve mealtime experi-
ences, and reduce social isolation for FCs. SLTs, as part
of a MDT, may play an important role in supporting oral
intake for individuals living with AN&H and their FCs. Ifa
FC is unable to manage home AN&H, alternative arrange-
ment should be in place to support the person requiring
AN&H. With the right professional support, FCs may gain
confidence more quickly in their own ability to manage
home AN&H, perceive the benefits of this intervention,
and ultimately experience less psycho-social challenges
(Figure 2).

DISCUSSION
Summary of the findings

This article systematically analysed and synthesized the
available qualitative literature on FCs’ experiences of home
AN&H. A total of 22 studies were included in this meta-
ethnography representing the experiences of 336 FCs of
different ages and from a variety of geographical loca-
tions. The majority of studies were published in the last 10
years, which seems in line with the growing prevalence of
AN&H globally (Bischoff et al., 2020). Cancer and neuro-
logical conditions were the most frequent underlying con-
ditions of care recipients. The role of FCs of people with
cancer (Wang et al., 2021) and progressive neurological
diseases, such as motor neurone disease (Pagnini et al.,
2010), has been recognized as critical in ensuring transfer
and continuity of care between the clinical and the home
environment. The impact of caregiving can cause signif-
icant psychological distress in FCs of people with pro-
gressive neurological conditions (Aoun et al., 2013; Galvin
etal., 2018; McCabe et al., 2009) and cancer (Kim & Schulz,
2008; Longacre et al., 2014; Northouse et al., 2012). In a
recent systematic review, psychological, social, and infor-
mational needs of FCs of people with head and neck can-
cer have been identified as three main needs for this popu-
lation, with the psychological needs being ‘highly unmet’
(Wang et al., 2021). It is recognized that psychological
strain in FCs can also be increased due to a high burden
of physical duties (Patterson et al., 2013; Wang et al., 2021).

The findings of our review indicate that for many FCs
home AN&H has a significant impact on their psychologi-
cal well-being with anxiety, depression and social isolation
being reported. It must be acknowledged that these FCs
face a ‘double burden’ of care, as they may be already man-
aging other symptoms related to the underlying condition

of the family member when the AN&H is introduced (San-
tarpia & Bozzetti, 2018).

Swallowing difficulties have been shown to disrupt the
lives of FCs of people with cancer (Arai, 2006; Nund et al.,
2014; Patterson et al., 2013) and progressive neurological
diseases (Lisiecka et al., 2020). In head and neck cancer, the
presence of swallowing impairment and AN&H has been
identified as resulting in higher stress than other caregiv-
ing duties (Patterson et al., 2013). In our review, relatively
little reference was made to the AN&H recipient’s swallow-
ing ability. AN&H was predominantly perceived by FCs as
a tool to improve nutrition and hydration, rather than to
minimize the risk of aspiration and choking. This appears
in line with the underlying conditions of people receiv-
ing home AN&H in our review; malnutrition commonly
affects people with cancer (Muscaritoli et al., 2021) and
neurological conditions (Burgos et al., 2018), and adequate
nutrition is considered as an important prognostic factor
in these groups (Haskins et al., 2020; Jawaid et al., 2010;
Korner et al., 2013; Limousin et al., 2010). If a care recip-
ient was able to eat orally it lessened the burden on FCs
even if the oral diet was minimal (for example tastes only)
(Green et al., 2019b; Mori et al., 2019). Receiving nutrition
and hydration exclusively through enteral tube can have
a negative psycho-social impact on people with AN&H
(Lisiecka et al., 2019) while continuation of oral diet may
lead to a more positive experience (Lisiecka et al., 2021).
Food has been recognized as having a much wider role
than sustaining life, including emotional, cultural and tra-
ditional meaning (Aktas-Polat & Polat, 2020). When food
is no longer a part of life, significant loss can be experi-
enced by both the person with home AN&H and the FC.
This impact must be recognized and considered by profes-
sionals.

The complexity of AN&H has been recognized in the
literature, and ethical guidelines have been developed
(Druml et al., 2016). Although these guidelines consider
the involvement of FCs at the time of decision-making
to commence or withdraw AN&H, little consideration is
made regarding the FC’s burden of everyday living with
AN&H. The recently published ESPEN guideline on home
EN seems to address this gap (Bischoff et al., 2020). It rec-
ommends good forward planning considering the impact
of AN&H on everyday life, establishing who will take
care of administering feeds, including FCs in discussions,
ensuring appropriate communication between profession-
als, patient and family and providing well-coordinated care
(Bischoff et al., 2020). This guideline recognizes the physi-
cal, social and psychological impact of AN&H on patients
and their caregivers. It recommends periodical assess-
ments of QOL and provision of regular support which
could improve the QOL for patients and FCs (Bischoff
et al., 2020).
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FIGURE 3 Research priorities identified by studies in this review

Direction for future research

Directions for future research were specified in some stud-
ies included in this meta-ethnography (Bjuresiter et al.,
2012; Cohen et al., 2012; Jukic et al., 2017; Mori et al., 2019;
Orrevall et al., 2005; Penner et al., 2012; Smith et al., 1991,
1993; Sowerbutts et al., 2020) and Figure 3 presents these
data in chronological order. Although there seems to be
no consensus and consistency across the research recom-
mendations in above studies, the discrepancies in research
priorities can indicate the complexity of this topic. As FCs
present with individualized needs, future research should
be context specific to provide adequate understanding of
their experience, recognize their unmet needs, and iden-
tify appropriate professional support.

Strengths, limitation and reflexivity

This review was conducted with a great degree of rigor
and is reported following the eMERGe guidelines (France

et al., 2019). No time limits were applied. All studies had
a clear aim relevant to the topic of this review. No dis-
tinction was made between different types and regimes
of home AN&H which may have influenced the findings.
Our systematic search was limited to the English lan-
guage only and supplementary searches, such as forward
citation searching and hand searching of relevant jour-
nal contents lists, were not carried out due to resource
constraints.

The three authors are qualified SLTs. Two of them rep-
resent academic institutions and have over 10 years of
experience in supporting families of people with dyspha-
gia and AN&H as well as prior experience of qualitative
research methodologies. The authors acknowledge their
professional background and personal experiences may
have influenced their interpretations of findings. However,
all interpretations were carefully discussed and checked
against the original data. As none of the authors has first-
hand experience of living with AN&H, a current FC was
consulted to discuss and provide feedback on and insight
to the line of argument synthesis.
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RECOMMENDATIONS AND
CONCLUSIONS

The findings of our review indicated that the lived expe-
rience of home AN&H is complex and individualized for
FCs. There are gaps in support offered by the health-
care professionals in relation to education, clinical and
psychological supports when AN&H is managed in the
home environment. This support provision is essential, but
it is challenging because of the individualized needs of
FCs. Healthcare professionals, as part of an MDT, should
continue to make an effort to adequately prepare FCs for
all tasks related to managing home AN&H and provide
psycho-social support throughout the entire experience of
AN&H. SLTs, as part of a MDT, should facilitate a con-
tinuation of oral intake as this may improve QOL for the
person receiving AN&H and the FCs. It is important to
ensure effective and regular communication between the
professionals and FCs and create a supportive environ-
ment where FCs do not feel intimidated to ask for help.

Having to manage home AN&H evoked multiple nega-
tive experiences and emotions for FCs and they required
time to adjust and accept AN&H. Perceived improvement
in the care recipient’s status or some recovery of oral intake
were associated with more positive perceptions of home
AN&H.

Although research on the topic of caregiving and AN&H
has increased recently, ongoing research is needed to
influence organizational structure, clinical practice, and
improve the everyday experiences in the management of
home AN&H for individuals and their FCs. Future studies
should be context sensitive and investigate differences in
FCs’ experiences of managing AN&H at home taking into
account demographic characteristic, cultural influences,
as well as differences in the underlying illnesses of the care
recipients. Further development of specific education and
support interventions for FCs is required.
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