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Abstract The integration of home telehealth into holistic end of life care with
nurse oversight for older persons living with hemodialysis is still limited in
Thailand. This study explains the symptom experiences and health care needs
related to integrating a home telehealth model into end of life care for older
persons living with hemodialysis (OPLH). The paper represents the first phase of
a mixed methods exploratory sequential study with dominant quantitative
components, carried out over a six-month period. Purposive sampling was
used to collect data from 100 OPLH. The instruments included the VOICES (View
of Informal Carers Evaluation of Service-ESRD/Thai - patients’ version)
questionnaire, the 9-item Thai Health Status Assessment questionnaire, and a
demographic data form. The quantitative data were analysed using the statistical
package SPSS version 17. Most of the participants had comorbid conditions
(98%). The most common of these were hypertension (41.02%) followed by
diabetes mellitus (23.25%). 25% had shortness of breath, and some had pain
(31%), swelling (31%), anorexia some of the time (30%), and nausea and
vomiting (15%). Moreover, participants also had symptoms of anxiety (23%),
and moderate stress (10%). 8% had to be readmitted to hospital at least twice
per month. Most participants had never received home care. The needs of the
participants in relation to their holistic end of life care at home were reported in
terms of: 1) knowledge of symptoms management at home; 2) activity and role
management; 3) emotional management; and 4) spiritual support. The telehealth
provision was mentioned by participants as an important part of their care,
requiring VDO visiting, telephone counselling, and web-based education/
monitoring.
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INTRODUCTION

The proportion of people aged 65 and over has increased to 8.5% globally, and
by 2050 this number is projected to increase to almost 17% (He, Goodkind, & Kowal,
2016). The number of older people in the Thai population has increased seven-fold in
recent years, from approximately 1.5 million in 1960 to 10.7 million in 2015,
representing 16% of the total population. In the year 2035 this number is forecast to
have increased to over 20 million (Knodel et al., 2015).

The number of people aged 60 and over who have been living with chronic illness
in Thailand over the past five years constitutes more than 3 million persons. This
statistic shows an increase in chronic illness among the elderly population, with
conditions such as cancer, heart disease, chronic obstructive pulmonary disease and
end-stage renal disease (ESRD) becoming much more common (National Statistics
Office, 2014).

The healthcare needs of older people are a focus for international healthcare
research and policy worldwide (Hunt et al., 2014). The major emphasis of healthcare
research should be focused on addressing the complex and diverse needs of older
persons and their families, and helping older persons who are living with chronic
conditions to achieve a good quality of life and experience a dignified death (Hirst
et al., 2015). Therefore, understanding the symptoms, treatment and care experiences
of older people living with chronic diseases, especially chronic kidney disease (CKD) or
end-stage renal disease, is crucial for the provision of effective holistic home health
care for OPLH at the end of life in Thailand.

Literature review

End-stage renal disease (ESRD) causes an increase in the numbers of older
persons who need care for their daily living, as well as medical care for chronic health
conditions. The prevalence of ESRD could rise sharply over the next few decades, and
it is a long-term illness that involves a significantly increased risk of morbidity and
mortality. ESRD can cause a physiological, psychological and social impact on wellbeing
and quality of life, which can include fear of disease progression and risk of treatment
complications (Han et al., 2019). ESRD is a chronic life-threatening condition and the
disease is progressive; people can develop a variety of physical, psychological and social
problems at any point during the illness (Zalai et al., 2012).

Renal replacement therapy (RRT) is an essential treatment technique, involving
peritoneal dialysis (PD), hemodialysis (HD) and kidney transplantation (KT) (Kotanko
et al., 2007). HD is used for those who need treatment for specific medical conditions
and who might not able to receive PD (Pungchompoo, 2013). The number of persons
living with ESRD who are receiving HD is expected to rise sharply in the next decade;
an estimated 2 million people globally were receiving HD in 2010 (Liyanage et al.,
2015), but this number is expected to have doubled by 2030 (Liyanage et al., 2015).

Annual reports on Thailand’s renal replacement therapy figures for the years 2016
to 2019 show that the number of persons living with ESRD and receiving HD in Thailand
was estimated to be 114,262 in 2019 (Nephrology Society of Thailand, 2020). The
incidence of new cases of Thai people living with ESRD and receiving HD was 39,398
during the period from 2017 to 2019. Diabetic nephropathy (44%) and hypertensive
nephropathy (38.9%) were the most common causes of CKD in Thailand, and the
patients receiving HD and PD were aged around 45 to 64 years (41%), 65 to 74 years
(24%) and 75 years and over (20%).

The numbers of OPLH are rising steadily, with an annual increase in older persons
living with hemodialysis. During hemodialysis cycles people living with ESRD fluctuate
in terms of their cognitive and physical wellbeing, as well as in their emotional state
(Jones et al., 2017). As the number of persons living with end-stage renal disease
increases, understanding and managing symptoms effectively, and thereby improving
quality of life for people living with ESRD, will become increasingly important. Older
persons living with ESRD also employ a range of internal resources to maintain a
meaningful role in their life, where coping with fear, anger, frustration and increased
mortality risk have to be managed (Clarkson and Robinson, 2010) alongside providing
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knowledge about the disease, vascular access management and participation in
treatment, which are all significant to both patients and partners. They have concerns
about illness progression, and relationships with their social networks and healthcare
professionals form a significant and important part of daily life for both parties (Gullick
et al., 2016; Cowan et al., 2015). When an individual has a disease, it is not only the
individual who is affected; there are also many impacts on the person’s family. Close
relatives can be exposed to stress and a caregiver burden as a result of the daily care
interventions or challenges that a serious illness can require (Kang and Nolan, 2011).
These burdens impact on a person’s daily life, and affect family members who provide
most of the support and care for persons living with ESRD. Carers can experience
depression, reduced sleep quality and quality of life (Gerogianni and Babatsikou, 2014).
Informal caregivers reported a high level of burden in caring (mean 40.15, SD= +10.46)
with 80.9% identifying the level as severe (Hoang et al., 2019).

ESRD is typically viewed as the static end point of chronic renal failure. However,
the new holistic paradigm suggests that patients’ experience of ESRD continues to
evolve from the time of diagnosis until death. Murtagh et al. (2011) conducted a
longitudinal study of the trajectory of stage 5 chronic kidney disease in terms of patient
symptoms and concerns in the last year of life, and found that the trajectory of ESRD
patients showed a sharp increase in symptoms of distress and health-related concerns
during the final two months before death. The demand for care at the end of life is
increasing because of the growing number of terminally ill persons seeking quality care.
At present Thailand does not have palliative and hospice units in every hospital, since
the national healthcare policy is focused on curative intervention within the area of
acute and chronic illnesses (Thiamwong & Pungchompoo, 2018). Few hospitals provide
a home-based palliative care service, and bereavement services are not formally
provided for Thai families (Tipseankhum et al. 2016). Furthermore, the negative
impacts of hemodialysis are shown in increasing morbidity and mortality rates, reduced
quality of life, and a gap between health needs and inadequate symptom managements
at home (Pungchompoo, 2014).

In this situation, palliative care will be able to improve or maintain quality of life
for patients and their families, especially those who are facing life-threatening illness,
by providing pain and symptom relief, as well as spiritual and psychosocial support from
diagnosis to the end of life and bereavement. The concept of palliative care may be
applied to renal disease by using an agreed management plan to optimise the quality
of life and relieve suffering from pain and other symptoms (WHO, 2004). The process
of renal palliative care may be incorporated with the geriatric principles and involve a
multidisciplinary team to offer a holistic approach to care (Swidler, 2009). Murtagh
et al. (2007) suggested that ESRD patients should receive a palliative care approach at
the early stage of their illness in order to be prepare for moving to the advanced stage.
Active medical management of renal complications, such as treatment of
fluid/electrolyte disorders, renal anemia, fluid overload and mineral bone disease, is
needed together with the management of geriatric syndromes (pain, depression,
fatigue, constipation) to maintain function and QOL, reduce hospitalisation, and enable
patients and carers to live with dignity when the end of life approaches.

End of life care is a challenging situation confront healthcare teams in Thailand,
especially since the process of dying is unpredictable and needs complex care. This
complexity is in part due to the fact that end of life care is an essential aspect of
providing care to older people who are less likely to have access to specialist palliative
care and more likely to have poor symptom management at the end of their lives ( Hunt
et al., 2014). The physical, psychological and spiritual needs of patients change during
the last year of life, often increasing in severity in the last few months before death
(Pungchompoo et al., 2016). These changes are not addressed effectively by the health
services that are available in Thailand. Therefore, knowledge is required about symptom
experiences and needs to prepare for holistic end of life care. This may be done by
integrating telehealth for this population.

Telehealth, integrating holistic and interprofessional management, is a new model
of care within chronic disease management. Telehealth and inter-professional care may
be successfully implemented with a meaningful engagement with the care system.
Telehealth by an interprofessional team has been shown to be a feasible care delivery
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strategy for patients with chronic kidney disease (CKD) (Ishani et al., 2016). Emerging
evidence supports the feasibility and cost-effectiveness of using home telehealth
monitoring to promote health and chronic disease management. One study has
demonstrated improved health outcomes and cost-effectiveness in high-risk people with
ESRD (Berman et al., 2011), using remote technology (RT) for home health monitoring
with support from remote care nurses (RCNs). The success of home telehealth relies
heavily on patient adherence to a prescribed programme, and home telehealth
monitoring with RCN support brings hope and an improved quality of life. Moreover,
home telehealth self-monitoring with RCN support is effective in empowering patients
to take a more active role in their health care, indirectly improving quality of life for
people living with chronic illness (Suwanrada et al., 2016).

The best reason for developing home telehealth services is that many patients
with advanced conditions can remain at home and in their own communities, but when
they experience problems they may feel unsure about who they can contact and how
(Johnston et al., 2015). The use of telehealth services can help to empower individuals
in terms of their experience of life-limiting illness, and improve the experience of their
carers, by facilitating the provision of real-time communication between patients and
healthcare providers (Johnston et al., 2015). It can also be used to complement current
transitions within health care from acute services, based on patient need (Roberts
et al., 2007).

The value of home telehealth self-monitoring with nurse oversight has been
demonstrated, but there is a limited amount of objective documentation of patients’
experiences of and needs within such a model in Thailand. Therefore, this first phase of
a wider mixed methods study aims to describe and explore the experiences and needs
related to integrating home telehealth into holistic end of life care with nurse oversight
for OPLH.

MATERIALS AND METHODS

Study design

This descriptive study is the first phase in a wider mixed methods design for a
multistage research project (Creswell et al., 2011). A mix of quantitative and qualitative
methods was used to employ a prospective approach to collecting data, in order to
describe the symptom experiences and healthcare needs of OPLH.

Setting/Subjects

100 older people aged 60 or over who had been living with hemodialysis were
recruited as participants in the quantitative part of the study. Participants were recruited
from two renal units from two hospitals in Chiang Mai province, Thailand during a period
between 1 January and 30 June 2017. Previously, the researcher had sent information
letters and copies of the study protocol to the administrators of the relevant medical
units to ask them for permission to collect data. The medical units also had a register
of older people who had been diagnosed with ESRD and who were receiving
hemodialysis. All the participants met the inclusion criteria and were willing and able to
participate in the study, as well as being capable of providing informed consent.

Inclusion criteria

People who were eligible to participate in the study if they were aged 60 years or
over and if they: 1) were being managed for HD, and 2) had diagnosed with ESRD stage
5 by a nephrologist. Eligible participants gave informed consent to participate in the
study. Those who were hospitalised with acute illnesses, who had psychological or
cognitive disorders, or who had physical limitations for self-care were excluded.

Ethics

The study protocol was approved by the Research Ethics Committees of the
Institutional Review Board (IRB) of the Faculty of Nursing and the Faculty of Medicine,
Chiang Mai University, Thailand, IRB No. 096-2016 (date of approval November 30,
2016; date of expiry November 29, 2017), before the process of data collection began.
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Data collection

Survey data collection was employed. A nonprobability sampling method was used
to obtain the sample (Creswell et al., 2011). 100 OPLH were surveyed over a period of
6 months. Purposive sampling was used to collect data from the participants. The
instruments included the VOICES (View of Informal Carers Evaluation of Service-
ESRD/Thai - patients’ version) questionnaire, and the 9-item Thai Health Status
Assessment questionnaire.

Instruments

Demographic data were collected at baseline. Participants were asked to provide
information about their age, gender, marital status, educational level, occupation, and
household income by completing the demographic data form.

The VOICES (View of Informal Carers Evaluation of Service-ESRD/Thai - patients’
version) questionnaire has been used previously to evaluate the experiences and
healthcare needs of patients with ESRD in the last year of life. This version was modified
from the adapted VOICES-Thai version (Pungchompoo, 2013) by the researcher,
adapting relevant questions from different versions of the VOICES questionnaire (COPD,
stroke, cancer, and heart failure) and the Views of Informal Carers - Evaluation of
Services Short Form (VOICES-SF) (Hunt and Addington-Hall, 2011). The VOICES
questionnaire has been successfully applied and validated in more than thirteen surveys
and over 4,000 respondents, assessing the quality of care given to patients dying from
many different diseases (e.g. cancer, stroke, COPD, chronic heart failure and dying in
a hospice) (Hunt and Addington-Hall, 2011). The adapted VOICES-Thai version
(Pungchompoo, 2013) consists of ten sections and 69 items. The total time to interview
each participant was estimated to be between 30 and 45 minutes. Items were
predominantly fixed-response, with the opportunity for further comments. The scores
in each section were different.

The 9-THAI has been used to evaluate quality of life and the health status of
patients receiving continuous ambulatory peritoneal dialysis (CAPD)
(Cheawchanwattana et al., 2006). The 9-Thai is separated into 2 two scales, yielding
physical and mental health scores (PHS, MHS). The standardised T-scores of PHS and
MHS are stratified by gender and age-group and based on the average values for the
generally healthy Thai population. The 9-THAI is composed of 7 domains and 2 global
health ratings, and encourages subjects to rate their experiences with health conditions
during the past month (Saisunantararom et al., 2015). Response choices for the 7
domains are interpreted according to the perceived severity of the problems on a 5-
point scale, where 1 = “very severe”, 2 = “severe”, 3 = “moderate”, 4 = "mild”, and 5
= “not at all”. The first global question is used to compare participants’ health at the
present time with their health during the year before. The second question compares
their health with the health of others of a similar age, gender, social/economic status,
type of employment and lifestyle. Response choices for the 2 global questions range
between 1 = “much worse”, to 2 = “a little bit worse”, 3 = “the same as”, 4 = “a little
bit better”, and finally to 5 = “*much better”. The calculated score values range between
20 to 80 (£3SDs); if the PHS or MHS of patients are above 20, then scores are
interpreted as equal to the generally healthy Thai population. Higher calculated scores
reflect better health than the general population.

The 9-Thai is a valid and reliable quality of life (QOL) measure in Thai renal
replacement therapy patients. Its validity has been shown in terms of convergent and
divergent validity using the SF-36 as a concurrent measure. Its concurrent validity has
also been assessed using clinical variables. The reliability of the 9-Thai according to
test-retesting was satisfactory, as the inter-class correlation coefficients were at 0.79
(PHS) and 0.78 (MHS).

Data analysis

The quantitative data were analysed using the Statistical Package for the Social
Sciences (SPSS) (version 17). Descriptive statistics (means, rates and percentages)
were used to describe the demographic data, and the needs and experiences of the
participants in the sample. The questionnaire data were analysed and presented as
percentages.
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Table 1. Socio-demographic data of the participants (n = 100)
Number (n) Percentage (%)

Gender
Male 51 5100
Female 49 4900
Agemean-6832, SD.-761)
60-69 43 4300
70-79 38 38.00
80-89 18 18.00
>90 1 1.00
Marital status
Single 4 400
Married 62 62.00
Divorced 3 300
Widowed
Separated 29 2300
2 200
People living together
Husbandwife/child 89 89.00
Relativesssiblings 9 9.00
Alone 1 100
Nursing home 1 1.00
Regular contact person
Husbandwife 35 35.00
Child 50 50.00
Relativesssiblings 8 8.00
Friend 2 200
Physician 3 3.00
EP Foundation 1 100
one 1 100
Religion
Buddhist 99 99.00
Christian 1 1.00
Educationlevel
Unlettered,can't read or write 1 1.00
Unlettered/able to read and write 0 0.00
Primary education 66 66.00
Secondary education 18 18.00
Higher Vocational Certification 3 300
Bachelors degree 9 900
Postgraduate 3 300
Current occupation
Unemployed 80 80.00
Housewife 1 100
Trading/personal business 6 6.00
Employee 2 200
Retired government employee 9 900
Lawyer _ 1 1'00
State enterprise :
1 100
Family income per month baht,
<5,000 33 33.00
5,001-10,000 16 16.00
10,001-15,000 14 1400
15,001-20,000
20,001-25,000 ; ;88
25,001-30,000 :
>30,001 8 800
None 17 17.00
Source of help with income sufficiency 2 2.00
Husbandwife 3 3.00
Child 87 87.00
Relativesssiblings 4 400
Other 6 600
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Table 1. Continuted

Number (n) Percentage (%)

Gender

Income sufficiency

Enough left to keep 28 28.00
Enough but none left over 39 3900
Not enough, no debt 22 2200
Not enough, with debts 11 1100

Payment of medical expenses
Self payment 6 6.00
Free treatment 14 14.00
Dismissal from agency 71 71.00
Social Security Scheme 6 600
Buddharaksa Foundation ’
Retired government employee 1 1.00
Queen's Foundation 1 1.00
1 1.00

RESULTS

Part 1: Demographic characteristics of the participants - frequencies (%)

Most of the participants were aged between 60 and 69 years (43%), with an
average age of 68.32 years (SD = 7.61). Most of them were male (51%), and most
were married (62%). 89% lived with their husband, wife and children. The regular
contacts of OPLH were mostly their children (50%), followed by their husband or wife
(35%). Most were Buddhist (99%). In terms of their education level, most were
educated to primary level (66%), followed by 18% who had studied at secondary level.
Most of the older persons with chronic renal failure were unemployed (80%), followed
by trade/personal business (6%). The majority had a monthly family income less than
or equal to 5,000 baht (33%), followed by those with an income greater than or equal
to 30,000 baht (17%). If the OPLH, the majority received assistance from their children
(87%), and most had enough money to live on but none left over (39%), followed by
those with some left over (28%).

Figures 1, 2, and 3 show that most of the OPLH for between 1 and 3 years (37%).
They mostly received advice on self-management of their kidney replacement therapy
from health team staff such as doctors and nurses (54.64%), followed by family
members such as their husband, wife, children, relatives or siblings (20.22%). The
majority (81.00%) had never experienced kidney replacement therapy problems
causing a readmission to hospital. However, 19% had experienced problems and had
been readmitted to hospital; of these, most had experienced this twice (8.00%), and
others only once (7.00%). 98.00% had other illnesses, most commonly hypertension
(41.02%) followed by diabetes mellitus (23.25%).

Duration of renal replacement therap

mless than 1 month

4% 7%

mMore than 1 month but less than 3
months

More than 3 month but less than 6
months

From 6 months but less than 12
months

mFrom 1 year but less than 3 years

mFrom 3 years but less than 5 years

mMore than 5 years

Figure 1. The duration of renal replacement therapy.
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Experiencing kidney replacement therapy problems causing readmission to

hospital
= Never 1 time 2 times = 3 times = 4 times = 5 times

I

8%

§ 1%
1%
™

81%

Figure 2. Experiencing kidney replacement therapy problems causing
readmission to hospital.

Thalassaemia Anemia —
Herniated Disc 0.45% 0.45% Hyperthyroidism
0.91% L38%
Gouty arthritis Nonoe
12.31% 2.00%

o ; Diabetes mellitus
Dyslipidemia 23.250
5%

|
]

Hypertension diseases
41.02%

ILLNESS WITH OTHER DISEASES

Figure 3. Illness with other diseases.

From the assessment of the general health status of OPLH shown in Table 2, it
may be seen that the mean score was 45.56, suggesting that the physical quality of life
for OPLH is comparable to normal Thai people in good health. The mean score of 49.78
for general quality of life suggests that the quality of life of OPLH is also comparable to
that of normal Thai people in good health.

Table 2. The general health status of OPLH (n = 97).

Average Score Evaluation results

4556 The physical quality of life is the same as that of normal Thai
people in good health.

4978 The quality of life is equal to that of normal Thai people in good
health.

Part 2: Symptom experiences
Physical symptoms

Figure 4 shows that among OPLH, 25% had sometimes experienced shortness of
breath, but 52% had never experienced it. 30% had experienced a rash, but 40 % had
never experienced this. Some had pain (31%), swelling (31%) or nausea and vomiting
(15%). 30% had experienced anorexia, but 51% had never done so. 23% had
experienced symptoms of anxiety, but 57% had never suffered from this. Finally, 8%
had sometimes experienced symptoms of depression, but 86% had never had these
symptoms.
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The experience of illness among OPLH
100
80
60
" .
20 B
[ H =
0 ||
Shortness of Itchy rash Pain Swelling Nausea and Anorexic Anxious Depressed
breath vomiting
H All the time M Sometimes M Rarely Never ® Unknown

Figure 4. The experience of illness among OPLH (n = 100).

Psychological symptoms

From Table 3, it may be seen that the stress levels of OPLH were low (90.00%)
or moderate (10.00%).

Table 3. The stress levels of OPLH (n = 100).

Stress level Low (%) Moderate (%)

Number of OPLH 90 (90.00) 10 (10.00)

Health care needs and utilisation

Health services provision

Table 4 shows that most of the OPLH had received help or care from family and
friends with taking medication (68%), household workload (61%), night care (55%)
and personal care (41%). Most had never received home care, support or care from
health personnel.

Table 4. Receiving assistance or care from family, friends or home care health workers

(n = 100).
Helping or care Personal care Housework Night care Taking medicine
at home Yes (%)  No (%)  Yes (%) No(%) Yes(%) No(%) Yes(%) No (%)
Family, friend 41 59 61 39 55 45 68 32
(41.00) (59.00) (61.00) (39.00) (55.00) (45.00) (68.00) (32.00)
Health personnel 0 100 0 100 1 99 2 98

(0.00) (100.00) (0.00) (100.00) (1.00) (99.00) (2.00) (98.00)

Figure 5 shows the weekly amount of care received by OPLH from family and
friends. Most received more than 40 hours per week (40.79%), followed by 20-39 hours
per week (30.36%). Only 3% received help or care at home for less than 5 hours a
week.
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Weekly amount of care received by OPLH from family and friends

m Less than 5 hours a week
m 5-10 hours per week
11-19 hours per week
20-39 hours per week
More than 40 hours or more per week

Figure 5. Weekly amount of care received by OPLH from family and friends
(n =76)

Figure 6 shows that most (69%) of the OPLH did not receive assistance or
healthcare services from hospital staff in terms of their care at home, although they
had never asked for any assistance. 28% said they had no need for any assistance. The
3% of the OPLH who had received assistance from health services personnel felt that
this was not enough.

Adequacy of home healthcare sevices

-
m Received enough

= Received not enough
Don't get it even trying to get help
Don’t receive, but never asked for help
No need

Figure 6. Adequacy of home healthcare services provided by hospital staff for
OPLH (n = 100).

Home visiting

Table 5 shows that 10% of our sample of OPLH had received home visits from
provincial nursing staff, district nurses or community nurses. Of these, 20% had been
visited by a nurse from provincial hospital, 20% by a district nurse and 60% by a
community nurse. The most common type of home visit was by community nurses at
60%.

Table 5. Home visits by provincial, district and community nurses (n = 100).

Home visits by provincial, district and community nurses to Amount Percentage

OPLH (n= 100) (%)

1. Getting help at home with health problems as a result of renal

failure

No 90 90
Yes 10 10

2. Types of home nursing staff
Nurse from provincial hospital 2 20.00
Nurse from district hospital 2 20.00
Community nurse 6 60.00
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Spiritual need

Figure 7 shows that 65% of the OPLH in our sample felt they always had time to
discuss their problems with their doctors. 27% felt their doctors sometimes had time
to listen to and discuss their problems.

The feelings of the OPLH about having time to listen and discuss their
problems with a doctor

u Always
m Sometimes
m Quite a few
Don't have
u The patients never request

Figure 7. The feelings of OPLH about whether they had time to discuss their
problems with a doctor (n = 100).

Figure 8 shows that 79% of the OPLH felt they had as much involvement as they
wanted in decisions about their care and self-treatment. However, 12% wanted to be
more involved in these decisions.

Participation in decisions about care and self-treatment among OPLH

® The patient is involved as much as the patient
wanted
m Patients desire more participation

The patient does not want to involve a lot

m Don't know

Figure 8. Participation in decisions about care and self-treatment among OPLH
(n =100)

DISCUSSION

This study fills a research gap and generates new knowledge by developing our
understanding of and providing evidence about the experiences and healthcare needs
of older people with end-stage renal disease who are living with hemodialysis, especially
in terms of integrating a holistic home telehealth framework.

Overall quality of care

Our findings show that for the most part, the quality of life of the participants was
comparable with the quality of life reported by Thai people in good health. This accords
with research by Miyashita et al. (2015) indicating that family members were satisfied
with end of life care in all places of death in Japan. However, Andersson et al. (2017)
indicated that patients in residential care homes (RCHSs) in Sweden received inadequate
pain relief and experienced breathlessness during the last days of their life. The quality
of care during the last three months and the last three days of life among those who
died in RCHs was high, based on a positive picture of personal and nursing care and
good communication including respectful interactions, provision of information about
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imminent death and shared decision making (Andersson et al., 2017). However,
inadequate management of symptom relief during the last three days of life was also
found to be a risk indicator for poor quality of end of life (EOL) care in old age. The
majority of the families’ burdens, differences in disease trajectories and individual needs
for specific palliative care, social services and information support for patients and
families may also affect satisfaction with the quality of the EOL care received.

The value of home telehealth with nurse oversight does not only focus on the
quality of life provided; evidence also suggests that the feasibility and cost effectiveness
of providing home telehealth monitoring can promote health and chronic disease
management (Minatodani et al., 2013). One randomised controlled trial demonstrated
that health outcomes and cost effectiveness in high-risk patients with ESRD improved
with the use of remote technology for home telehealth monitoring and remote care
nurse support (Berman et al., 2011). According to this evidence, improving holistic care,
providing emotional support and good communication of information at the end of life
between patients, families and care professionals are all still important prerequisites for
improving the quality of EOL care (Addington-Hall and O’Callaghan, 2009; Andersson
et al., 2017). Home telehealth with self-monitoring and nurse support, may therefore
prove effective in empowering OLPH to take a more effective role in their healthcare,
indirectly improving their quality of life.

Symptom experiences

Physical symptoms

Among OLPH, the intensity of symptoms increases and there can be a rapid decline
in their physical health. A picture emerged of a heavy symptom burden which was
extremely distressing for some, with symptoms such as pain, edema, shortness of
breath, anorexia and nausea and vomiting appearing to be common and happening all
the time. A systematic review reported the symptoms that persons with ESRD
experience, listing pain, itching and restless legs syndrome, and indicating that these
patients have a high prevalence of symptoms and a considerable symptom burden
(Murtagh et al., 2007). During the last three months of life respondents with non-cancer
diagnoses were found to experience pain (79.4%), while breathlessness (73.9%) was
commonly found whether in hospital or at home (Addington-Hall and O'Callaghan 2009).

Similarly, Andersson et al. (2017) revealed that about half (46.5%) of their older
participants had pain and 55.9% had breathlessness during the last three months of
life, and in particular the proportion of older persons who experienced breathlessness
while dying was high in RCHs. The symptoms experienced by persons with Stage 5 CKD
were edema (96%), pain (90%), immobility (60%), breathlessness (50%), pruritus
(47%), lethargy and insomnia (53%) and depression (37%) (Noble et al., 2010). In the
month before death, common symptoms of elderly persons with stage 5 CKD were lack
of energy (86%), pruritus (84%), drowsiness (82%), dyspnea (80%) and pain (73%)
(Murtagh et al. 2011). In addition, the family members of OLPH reported that
breathlessness caused the most suffering and created the greatest sense of difficulty
for them during the last three months before death (Pungchompoo et al., 2016).
Although pain has not been considered as the most problematic issue for renal patients
(Murtagh et al. 2006), it is often prevalent and a major problem for ESRD persons
undergoing hemodialysis at the end of life (Arestedt et al., 2018).

Psychological symptoms

The participants reported symptoms of anxiety, depression and moderate stress.
Pain caused the most suffering to participants at all times, while poor appetite, worry,
low mood, breathlessness and edema sometimes occurred. Similar to research on
patients receiving chronic hemodialysis, depressive symptoms and pain are
independently associated with dialysis nonadherence and health resource utilisation,
whereas depressive symptoms are also independently associated with mortality
(Weisbord et al., 2014).

Psychological symptoms including worry and low mood were found to be a crucial
issue of concern for this group. Similar to earlier studies, worry impacted on OLPH such
that they were unable to control their emotions, especially when they suffered severe

breathlessness during the last months of life; patients felt panic, and a fear of dying
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surfaced (Pungchompoo et al., 2016). Nobel et al. (2010) observed that some ESRD
patients suffered low mood after overhearing, from the doctor, that nothing more could
be done for them. In comparison, Davison (2010) found that ESRD patients with
depression may not always clearly show the impact of their symptoms, but this could
have been an important influence when considering the ways in which some ESRD
patients respond to treatment.

Based on this evidence from previous studies and the findings from this research,
psychological symptoms among patients, such as worry and low mood, accompany the
experience of patients living with chronic conditions, and ineffective control of physical
symptoms including breathlessness and pain appear to contribute to this. In Thailand,
the symptoms of many patients are currently not well managed because of limitations
in the availability of specific symptom management at home, such as oxygen support
and pain control (Pungchompoo et al., 2016). According to Andersson et al. (2017), to
achieve the effective management of symptoms for older people living with chronic
conditions during the last three months of life in Thailand, clinical care pathways for
symptom relief should be improved to provide better care and relieve their suffering.

Spiritual distress

Because of the importance of spiritual beliefs in Thai culture, at the end of patients’
lives their spiritual beliefs were shown to be an important factor, especially when
patients were faced with uncertainty regarding symptom burden, the deterioration of
their health condition and their medical treatment. However, the results of this research
suggest that most of the OLPH felt that their doctors had the time to listen to them and
discuss their problems. Thais rarely display strong negative emotions, with bouts of
anger, tantrums, and public crying being rather unusual. Therefore, religion has a
profound influence on end of life care in Thailand. In order to provide a holistic end-of-
life approach that meets the spiritual needs of Thai people, understanding, respecting
and planning interventions to facilitate patients’ spiritual and religious beliefs and
practices are recommended.

Telehealth may be the best strategy to reduce symptom suffering, improve health
outcomes, provide timely and convenient care for OPLH regardless of their location, and
offer high value with the potential to decrease overall health system costs (Ishani et al.,
2016). Rifkin and colleague (2013) conducted an RCT study and found that home
monitoring could improve clinical outcomes in CKD patients. It could also decrease rates
of hospitalisation, readmission and emergency department visits, and it could be
effectively implemented with moderate to severe CKD patients. In the Thai context, the
characteristics of OPLH may be different from those in other countries. Most of these
patients live in rural areas, they are poor, and they have a generally low level of
education. These factors may lead to ineffective management of their clinical symptomes,
and complications when they have to manage their hemodialysis at home. During the
advanced stage of ESRD symptom experiences (physical, psychological and spiritual
aspects) should be closed monitored by nurses and healthcare teams; active home
monitoring and comprehensive interprofessional care via a home telehealth programme
could control hypertension, prevent clinical deterioration and perhaps help to predict
disease progression (O'Naill et al., 2014: Ishani et al., 2016). Integrating holistic home
telehealth at the end of life approach may also offer other benefits, particularly among
subgroups who need specific care (e.g. OPLH).

Healthcare needs and integrating holistic home telehealth

The findings show that most of the participants had received help or care from
their families and friends with taking medication, household workload, night care, and
personal care. They had never received home care, support or care from health
personnel. Healthcare professionals need to define the roles that various members of
multidisciplinary teams will play in the provision of EOL care, such as symptom
management and psychological and spiritual support (Davison, 2010). Many countries
have reported shortages of providers who are essential for ESRD care, mainly because
there are not enough nephrologists, interventional radiologists for hemodialysis access,
surgeons for peritoneal dialysis access, and nurses (Bello et al. 2019). Accordingly,
a lack of risk-bearing partners outside of dialysis facilities and nephrologists may limit
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patients’ ability to effect their care more broadly (Marrufo et al., 2020). Focusing on
treatment-related tasks and symptom management requires more caregiving time, and
this is where renal nurses could provide information, education and support to
caregivers and OLPH regarding vascular access care, knowledge about medication, how
to maintain dietary and fluid restrictions, and monitoring for signs and symptoms of HD
complications, fluid overload etc.

Education is also needed on how to handle complications, so that caregivers can
feel more confident to carry out these actions. It has been recommended that education
should target individual needs and be delivered in multiple forms (i.e. dialysis classes,
tours of dialysis facilities, information leaflets, and personal consultations). Dialysis
facilities may be highly feasible sites to meet individual-level social needs using existing
staff and resources, given the high frequency of patient visits and embedded
multidisciplinary care teams (Tummalapali and Ibrahim, 2020). Successful management
of CKD requires ESRD patients to understand the disease presence and process.
Knowledge about the disease and participation in treatment are significant to both ESRD
patients and their partners. There are considerations about illness progression, and an
education program based on a theory and concept of self-management and health
promotion principles is recommended to improve health-related quality of life for people
living with CKD (Fung et al., 2017; Pungchompoo et al., 2019). Relationships with
people in their social networks and with healthcare professionals are a significant and
important part of daily life for both parties (Frandsen et al., 2020). An adequate patient
understanding of CKD has therefore become a central focus of management to prevent
CKD progression; there is a clear association between poor health literacy and adverse
outcomes, but greater ESRD patient preparedness is associated with an improvement
in health outcomes. Unfortunately, the availability of ESRD patient education materials
related to CKD is limited.

With limited time available during an office visit, methods utilizing web-based
education are important in expanding and reinforcing the education that is received
during a medical appointment. To maintain a continual source of patient education for
persons with CKD and their caregivers, web-based or e-kidney clinic applications need
to be developed.

Home visits were identified by participants as the main service that should be
provided regularly in order to monitor and control patients’ symptoms. Health service
provision that includes a referral system, early investigation by a specialist, health
education, support at the end of life and care with dignity (effective symptom and pain
management, oxygen, psychological and spiritual support at home) are all required to
best suit individual needs (Pungchompoo et al., 2016). Clinical staff should be required
to undertake specific training on EOL care (Beccaro et al., 2010; Noble et al., 2010).
Similarly, emotional, spiritual, and social support should be integrated with medical
support (Addington-Hall and O'Callaghan, 2009).

Telehealth has been confirmed to provide positive treatment outcomes and
facilitate behavioural changes when self-assessment procedures are used as therapeutic
interventions (Wu, 2012). Telehealth can facilitate a timely medical response if the
enrolled patients have an emergent condition (Hsu et al, 2010). It also reduced hospital
readmission rates from 8.19% to 3.17%, the hospital visit rate decreased from 2.95%
to 2.90%, and the medication nonadherence rate reduced from 38.20% to 9.30%.
A home telehealth programme may provide in-home education, facilitate visits using
VDO, help to manage clinical complications (such as pain, breathlessness, edema and
anxiety), and identify and address acute conditions. Such a model could be created to
monitor medical adherence and encourage patients to perform effective self-
management behaviours in terms of their fluid intake, nutrition control, exercise, and
emotional education and support.

The research evidence shows that successful home telehealth with nurse support
promotes health behavioural change and results in better outcomes and the early
identification of clinical complications, as well as promoting illness self-management
skills. In addition, telehealth has been suggested to improve the quality of the
relationship between patients and healthcare providers (e.g. nurses, physicians), which
could impact on treatment adherence and might enhance self-management and better
outcomes (Katon et al., 2010). The high levels of satisfaction with healthcare increase
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patients’ motivation and treatment adherence (Tousignant et al., 2011). Holistic home
telehealth emphasising technology and health outcomes should rely on the partnership
between patients and their healthcare providers. Integrating home telehealth is
therefore strongly recommended to improve the quality of patients’ lives (Minatodani
et al., 2013).

Implications for clinical practice

Further research is needed regarding the support and activities of caregivers and
persons with hemodialysis. Telehealth can offer many benefits by applying the concept
of palliative care for OPLH. However, in practice it may encounter various barriers. First,
the patients’ willingness to participate in telehealth services must be evaluated early.
Second, telehealth must produce more evidence for its effectiveness in order to
negotiate with policy makers who will need to continue to invest in the required
technology. Home visits are still necessary to provide quality of end-of-life care, but a
user-friendly electronic device at home is also needed. In this regard, existing
equipment and technology innovations are both required.

In terms of the generalisability of our results, there is a need to conduct further
research that develops and examines the effectiveness of support interventions or an
integrated home telehealth model, in order to determine whether a fully integrated
holistic home telehealth model could alter OPLH outcomes.

CONCLUSION

The findings of this study have generated significant new knowledge about the
symptoms, experiences and healthcare needs of older persons living with hemodialysis
in Thailand. Patients suffer with their physical, psychological and spiritual conditions at
home. Therefore, a new technological approach to integrate holistic end of life care for
older persons undergoing hemodialysis is needed to provide for them and their
caregivers. Additionally, the development of a nurse-led online visiting programme will
be useful in helping nurses to improve the quality of end-of-life care by effectively
providing assessment, monitoring and counselling services. The integration of holistic
home telehealth may be an effective new strategy to improve patients’ physical
outcomes, maintain their quality of life and reduce their emotional and spiritual
suffering. Furthermore, telehealth enables older people with chronic illnesses to live
independently, and helps institutionalised older people to receive acute care more
efficiently without the need for increased manpower in healthcare organisations (Hsu
et al., 2010).

In short, telehealth offers many benefits that may help with the long-term care of
our aging population. Implementing home telehealth might help to meet the needs of
the elderly in the aging population, and could reduce rates of readmission to hospital
(Hsu et al., 2010).
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