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Introduction: In Kazakhstan, a country of 19 million residents, more than 100,000 patients need palliative care.
Since at least one family member is usually involved in the care of a terminal patient, more than 200,000 people
would benefit from high-quality palliative care services in the country. However, with only 45 physicians and
101 nurses attending to 1925 palliative beds, Kazakhstan seeks to develop palliative services that meet the
national needs in resource-limited settings and international standards.

The objectives of this study are to explore the challenges faced by stakeholders involved in palliative care in
Kazakhstan and to subsequently provide recommendations that can guide policymakers towards further devel-
oping palliative care services in the country.

Methods: This cross-sectional descriptive study collected narrative data with in-depth interviews from n= 29
palliative stakeholders (family caregivers n= 12, healthcare professionals =12, administrators n= 5) across five
regions of Kazakhstan. Verbatim transcripts of interviews were analyzed using content analysis to identify needs
and challenges of stakeholders involved in palliative care.

Results: Our analysis identified seven main challenges of palliative care stakeholders: high out-of-pocket ex-
penditures; lack of mobile palliative care services for home-based care; severe shortages of opioids to prevent
pain suffering; poor formal palliative care education; absence of practical skills training for family caregivers;
lack of awareness about palliative care in the society, and lack of state support.

Conclusion: Implementation of national palliative care strategies and policies require a large-scale coordinated
involvement of all stakeholders. Our recommendations are based on the idea that coordinated, targeted, and
tailored stakeholder engagement is preferred to a one-size-fits-all strategy.

1. Introduction

About 60 million people worldwide are presently in need of pallia-
tive care. 12 Nearly 80% of them live in low-to middle- income countries
(LMICs) where only 12% of people who require palliative care services
have access to it [1,2]. Although the demand for palliative care in LMICs
is estimated to double by 2060, these countries lack the necessary
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resources, infrastructure and guidelines for launching palliative care
programs and making them widely available [3,4].

There are 107,000 people needing palliative care in Kazakhstan.
Since at least one family caregiver is usually directly involved in the care
of a terminal patient, more than 200,000 individuals would benefit from
high-quality palliative care services [5,6]. However, with only 45 phy-
sicians and 101 nurses attending to 1925 palliative beds, Kazakhstan
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seeks to develop palliative services that meet its national needs and
international standards [6]. In 2015 the Quality of Death Index ranked
Kazakhstan 50th out of 80 countries investigated [4,7]. However, in
2021 Quality of Death and Dying Index excluded Kazakhstan due to the
absence of data collection mechanisms and reliable statistics for evalu-
ating the country’s palliative care status [8]. As a relatively young
nation, Kazakhstan tries proactively to anticipate the trends, conse-
quences, and problems caused by the rise of chronic non-communicable
diseases such as cancer, diabetes and cardiovascular diseases [9,10].
Rapid demographic change in (LMICs) portends a significant increase in
the ageing population similar to that previously experienced in
high-income countries (HICs), albeit with some challenges due to the
simultaneous weakening of traditional family care systems and under-
developed policies for the care of older persons [1,2]. This rapid de-
mographic shift requires urgent policy and systemic action to strengthen
long-term and palliative care infrastructure to provide accessible and
affordable care for the growing number of older and terminally ill in-
dividuals whose care needs will only increase in the coming decades [1,
2].

Although palliative care requires a holistic, multidisciplinary,
family-centered approach, roles of palliative stakeholders, and, impor-
tantly, the demands and challenges they face are not clearly understood,
especially in LMICs [6,11]. LMICs typically lack the data collection
systems needed to evaluate how palliative care is provided, how much it
costs, and how well it works [2]. Stakeholders such as NGOs, health
professionals, and family caregivers have not been involved in recent
initiatives and developments in palliative care, such as the development
of the National Palliative Strategy in Kazakhstan [6]. Therefore, it is
essential to perform a formal stakeholder analysis to systematically
collect and analyze information pertaining to policymakers, healthcare
providers, and family caregivers [12]. Formal stakeholder analysis
methods are well-suited to guide health policy, program development
and implementation [13].

Thus, the primary objective of this paper is to explore stakeholders’
challenges related to providing palliative care in Kazakhstan. The sec-
ondary aim is to provide recommendations for policymakers to guide
further development of palliative services. No comprehensive analysis of
the needs of palliative care stakeholders has been carried out in Central
Asia; therefore, by demonstrating the needs and challenges encountered
by palliative stakeholders in limited-resource settings, findings may help
other LMICs in their efforts to establish their palliative care services.

2. Methods
2.1. Study design

This cross-sectional descriptive study is based on narrative data
collected with semi-structured interviews from 29 palliative care
stakeholders representing the perspectives of family caregivers,
healthcare professionals, and non-governmental organizations (NGOs).
The interview guides were designed to inquire their perspectives on
palliative care services and challenges they have encountered. The study
was conducted according to the Consolidated Criteria for Reporting
Qualitative research (COREQ) checklist [14] and is aligned with the
Medical Research Council good research practice guidelines [15].

2.2. Settings

Inpatient palliative care in Kazakhstan is provided by hospices,
general hospitals, and palliative units of cancer centers [6]. General
hospitals were excluded from the study as they usually have less than 5
palliative beds [6]. To achieve a broader perspective, three hospices and
three cancer centers located in five regions of Kazakhstan (Pavlodar,
Astana, Almaty, Semey, and Kostanay) were approached by the research
team, based on recommendations of the Kazakh Association of Palliative
Care. The following criteria guided the selection of appropriate settings:
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hospices with 60 or more beds for patients with terminal cancer; cancer
centers with designated palliative care units with at least 20 beds for
patients with terminal cancer; facilities that allow family caregivers to
provide daily palliative procedures during inpatient care (massage, hy-
giene, prevention of bedsores, etc.). Data collection was carried out from
August 2021 to April 2022.

2.3. Participants and procedures

Eligible family caregivers had to be at least 18 years old, caring for a
patient with terminal cancer who had received inpatient palliative care
for a minimum of 14 days in the respective facility. Family caregivers
were identified by health professionals at recruiting facilities based on
their degree of involvement with practical tasks related to daily pallia-
tive caregiving. Eligible family caregivers were contacted by head
physicians and a researcher who explained the study and obtained
written consent.

Eligible to participate were healthcare professionals with a clinical
role (e.g., physician, nurse, psychologist) with at least 3 years of expe-
rience in providing inpatient palliative care. Potentially eligible
healthcare professionals were identified by facility administrators.
Eligible administrators had to have a minimum of 5 years of experience
in administration of palliative care services for a thorough understand-
ing of palliative care policy, advocacy, recent developments, and future
directions.

Participants received information sheets and consent forms in
Russian, the official language of Kazakhstan. A demographic survey was
administered to all participants to ascertain the characteristics of the
sample. Authors had no pre-existing relationships with the individuals
participating in the study. No monetary compensation or other forms of
incentives were offered to encourage participation.

2.4. Data collection and analysis

All semi-structured interviews were conducted face-to-face in a
meeting room of the corresponding facility. Interviews were audio-
recorded with participants’ explicit written consent and lasted, on
average, 50 minutes, ranging from 30 to 180 minutes. Interview tran-
scripts were de-identified during the transcription and verification
process. All data were linked to a unique participant identification
number and were stored in the authors’ office. Sample characteristics
were descriptively analyzed using IBM SPSS Statistics (Version 26).
Transcripts were translated from Russian into English before being im-
ported into NVivo Qualitative Research Data Analysis Software, Version
12. Thematic analysis identified patterns, based on which we create
codes and arranged them into themes. The research team familiarized
themselves with the data by repeatedly reading the transcripts and
listening to the interview recordings. Memos were created to document
the initial analysis of every interview. Two researchers independently
coded the transcripts, compared, and aligned their coding categories to
maintain qualitative rigor. Themes were developed and refined through
ongoing analysis.

3. Results
3.1. Sample characteristics

The final sample consisted of 29 key stakeholders (Table 1). Among
them, 12 were family caregivers, 12 were healthcare providers, and 5
administrators. The majority of family caregivers were female, with a
median age of 45 (range: 24-58) years, primarily providing care for
patients diagnosed with breast cancer. Most of these caregivers were the
patients’ daughters and provided palliative care in hospice settings.
Most healthcare providers were also female, with an average work
experience of 19 (range: 3-30) years. All administrators were associated
with NGOs and had a median experience of 19 (range: 3-30) years in the
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Table 2
Summary of main themes, subthemes, and quotes from study participants.

Table 1
Characteristics of study participants.
Family Health Administrators
Caregivers professionals
Category % (n) or % (n) or % (n) or
Median Median Median
(Range) (Range) (Range)
n=12
Gender Female 92% (11) 92% (11) 60% (3)
Male 8% (1) 8% (1) 40% (2)
Age (years) 45 (24-58) 50 (23-59) 49 (38—-56)
Settings Hospice 58% (7) 58% (7)
Cancer 42% (5) 42% (5)
Center
Specialty Physician 42% (5)
Nurse 42% (5)
Psychologist 17% (2)
NGO 60% (3)
Health 20% (1)
consulting
Palliative 20% (1)
facility
Experience 19 (3—30) 10 (9-25)
(years)
Relationship Wife 17% (2)
to patient Daughter 58% (7)
Mother 8% (1)
Niece 8% (1)
Son 8% (1)
Type of cancer  Breast 33% (4)
Bowel 25% (3)
Lung 25% (3)
Uterus 8% (1)
Other type 8% (1)
Length of time 1-<3 17% (2)
since months
diagnosis of 3-<6 8% (1)
terminal months
cancer 6-<12 17% (2)
months
>12 months 58% (7)

healthcare sector.

3.2. Main findings

We identified seven themes that were initially brought forward by
different groups of stakeholders. The most common challenges high-
lighted by family caregivers were high out-of-pocket expenditures, the
lack of mobile palliative care services, and shortages of opioids to pre-
vent pain suffering. Physicians, nurses, and psychologists highlighted
that the most common challenges they encounter in their daily practice
are poor palliative care education and absence of practical trainings for
family caregivers. Major challenges for administrators included lack of
societal awareness about palliative care, and lack of financial support
from the State. Table 2 provides a description of each theme, subthemes,
and corresponding quotes.

3.3. High out-of-pocket expenditures

Family caregivers noted very high expenses associated with pallia-
tive care even in inpatient settings. A diagnosis of a terminal illness often
makes it impossible for patients and their family caregivers to work,
resulting in a loss of income for the family (Quote 1). Some families
could afford more expensive consumables and equipment for their pa-
tients than others, increasing inequality of the care provided (Quote 2).
Health professionals confirmed that they often ask family caregivers to
buy lacking medicines and consumables (Quotes 3). Moreover, to hide
the fact that their facilities do not have necessary medicines, nurses buy
them at their own expense (Quote 4).

Theme Subtheme Quote

1) High out-of-
pocket
expenditures.

Out-of-pocket
expenditures of family

Quote 1: "We have bought
many consumables ourselves,
caregivers. and that, day after day, takes
OOP and inequality of a lot of money. Especially
care. now that I'm a student and
my mother is no longer
working, not only does she
not get a salary, but we are
now also spending 200
dollars a month on her
treatment." (Family
caregiver)

Quote 2: “When my husband
was admitted, physicians
asked me if he used an
oxygen concentrator. He did
not. Then I've bought him an
oxygen concentrator for 700
dollars. I understand that our
cancer centers do not have it
because it is very expensive
equipment.” (Family

caregiver)
Inability to cover actual Quote 3: "Of course, there is
costs. not enough funding, I can say

with certainty that the
funding that we have today
covers about 70% of the
actual costs, which is already
not bad. In addition, we rely
on family caregivers, charity
or sponsors." (Physician)
Quote 4: " Low funding also
affects the range of medicines
in our unit. We are forced to
ask family caregivers to buy
certain medicines, it is very
embarrassing for us, and
sometimes we buy medicines
ourselves, out of our pocket."
(Nurse)

Quote 5: "It is very strange
that after some time these
patients are discharged; they
are still terminally ill, they
are not cured, why are they
discharged as if they have
already been cured? In this
case, why are there no home-
based care to continue
palliative care until the end
of the life?" (Family
caregiver)

Quote 6: "We would really
like to be supervised at home.
Better at home than here.
Home is familiar
environment,
psychologically it is better. It
would be easier for all of us
and my mother. I would
prefer my mother to be
monitored by a mobile
service that visits us several
times a week to give us
advice and to be in touch
with us at all times." (Family
caregiver)

Quote 7: “Many families
prefer receiving palliative
care at home. They might just
wish dying at home, where
their children are around
them. But that doesn’t mean

2) Lack of mobile
palliative care
services for home-

Home care after discharge.

based care.

Mobile teams are
unavailable.

(continued on next page)
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Table 2 (continued)

Table 2 (continued)
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Theme

Subtheme

Quote

Theme

Subtheme

Quote

3) Severe shortages
of opioids to
prevent pain
suffering.

Recommendation: Mobile
teams as a supplement to
family caregivers.

Short list of analgesics.

Opiophobia among
physicians.

Excessive control of
opioids.

we shouldn’t take care of
them. We must provide them
with best home-based care
possible, which is currently
available only in some
regions”. (Nurse)

Quote 8: "Our mobile team is
a great help for hospices and
cancer centers, it reduces
their workload, its efficiency
isnot less than in the hospice.
Our team visits around 8
patients every day and we
receive very positive
feedback from families. But
as strange as it may sound,
we have only one mobile
palliative care team for a city
of two million people, can
you imagine that?"
(Physician)

Quote 9: “The availability of
qualified and equipped
mobile teams can be a very
effective measure in
conjunction with trained
family members. For
example, a mobile team visits
patients, adjusts treatments,
and stays in touch with a
family member who is
trained and prepared to
provide palliative care at
home”. (Physician)

Quote 10: "The list of opioid
analgesics is very short: the
weak opioid tramadol, short-
acting injectable morphine,
and the fentanyl patch. These
are the only medicines we
were given for severe pain
management." (Family
caregiver)

Quote 11: “Physicians
require us to return empty
opioid ampoules before
prescribing new ones. They
must prescribe opioids to all
patients in severe pain. Until
we solve this problem, an
increase of morphine imports
makes no sense”. (Family
caregiver)

Quote 12: "Before discussing
shortage of opioids, we need
to raise the issue of
widespread opiophobia
among physicians. Many
patients in our country die in
painful agony. Why? Because
physicians are literally afraid
to prescribe opioids, and
when they do, they force
patients to return old
ampoules to get new dosages.
Or even worse, to get a dose
of opioids, the patient has to
be admitted to hospice."
(Administrator)

Quote 13: “Primary reason
of severe shortage of
morphine in Kazakhstan is
the very low volume of its
imports. The overcontrol of
opioids arises from the state’s
fear of its non-medical use

4) Poor formal
palliative care
education

Lack of faculty members.

Lack of training abroad.

Learning by trial and error

Experienced nurses teach
new nurses.

Recommendation:
Ubiquitous palliative
training.

and trafficking, which results
in sufferings of the most
vulnerable population. We
are trying to reach out to both
the Ministry of Health and
the Ministry of the Interior.
Oral morphine is still the gold
standard of pain relief, and
we don’t have it at all.”
(Administrator)

Quote 14: “It is simple to
introduce new courses, but
where are we going to find
faculty? Palliative faculty.
We do not have qualified
teaching workforce, that is
why we invite international
experts and organize
webinars, but it’s still a drop
in the ocean”. (Physician)
Quote 15: "I also take part in
organizing international
advanced trainings and
courses for health
professionals from
Kazakhstan, but for all these
years I haven’t seen any
single palliative care
specialist sent for such
trainings abroad".
(Administrator)

Quote 16: "The quality of
palliative education is poor
and hours not sufficient.
Nurses start their practice in
palliative care right after
graduation without knowing
its basics (...) To put it
bluntly, they learn as they
work with terminal patients
by trial and error."
(Physician)

Quote 17: "Colleges do not
teach us palliative care at all.
Often, we hire nurses who
have just graduated from
college. We spend much time
teaching them here. They
learn a lot in the first months
from older nurses. Then they
quickly, (...) how to say, get
the hang of it, and soon leave
for another job in oncology or
intensive care; And then, a
new nurse takes a vacant
position, and everything
starts all over again". (Nurse)
Quote 18: “Absolutely all
physicians and nurses,
regardless of specialty, and
even us, family members, we
all should have basic
palliative care and pain
management skills. This
should be a priority in all
settings: hospices, palliative
units, big cities, and small
villages”. (Family caregiver).
Quote 19: “We already have
advanced postgraduate
courses. But for broader
coverage and availability, the
introduction of palliative
online courses could be an
affordable and effective
solution to the improve

(continued on next page)
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Table 2 (continued)
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Theme

Subtheme

Quote

Theme

Subtheme

Quote

5) Absence of
practical skills
training for family
caregivers.

Critical role of family
caregivers.

Training for family
caregivers.

Training for rural
population.

Recommendation: Online
training courses for family
caregivers.

palliative literacy even in
remote regions of our vast
country”. (Administrator)
Quote 20: “Teaching families
the principles of patient care
is one of the most important
needs in home and inpatient
settings. Our palliative care
system relies heavily on
family caregivers, but it takes
training and support to
prepare families to the
process of caregiving. To do
that, we have to teach them,
and make this knowledge and
skills available to all”.
(Psychologist)

Quote 21: “...I would say,
they’re the ones that hold
everything together. They
represent a critical pillar of
palliative care which we
must strengthen and support
with all our might. And
giving them access to courses
and education is the first
thing we must do in our
setting.” (Administrator)
Quote 22: "Our nurses show
them everything in detail:
how to take care of a patient,
how to prevent bedsores,
how to change a diaper, how
to install a colostomy bag. It
really depends on family
involvement. If a relative
asks, we teach, if they don’t,
we can’t make them come
and take care." (Physician)
Quote 23: "Hospice patients
represent just a small
proportion of the total
palliative needs in the
country, while thousands of
patients are hidden from our
eyes because they are at
home or live in rural areas.
Reaching these families
should be a priority when
discussing family caregiver
training because palliative
illiteracy there is
widespread." (Nurse)

Quote 24: “It would be very
helpful to have access to
online educational resources,
where I could get information
about how to provide care to
my mom at home, or at what
stage I should seek hospice
care; and most importantly,
what is the outcome of
palliative care”. (Family
caregiver)

Quote 25: “It would be very
helpful for us if families
would have access to certain
educational courses....
maybe online... where they
are taught some palliative
skills and given information
in a clear and detailed way.
Our nurses would
complement it here by
demonstrating some
procedures”. (Physician)

6) Lack of awareness
about palliative
care in society

Negative attitude towards
palliative care

Conflicts with family
members

Recommendation to
promote palliative care

Poor referral by
oncologists

Quote 26: "Also, our
population is not even aware
of the existence of hospices.
Thousands of suffering
families could have benefit
from it, but they do not know
what palliative care means.
Those who know, have a
negative attitude to it.... the
word "hospice" is
stigmatized". (Administrator)
Quote 27: "I am sure that
people in rural areas have
never even heard the word
“hospice” in their lives and
do not know what palliative
care is, so care for terminal
patients there lies solely on
shoulders of family
members". (Administrator)
Quote 28: "Often we have to
deal with patients and
families who think that we
treat cancer. Very often we
are asked why we don’t do
chemotherapy, surgery, or
radiotherapy.... people are
very often discontent about
it.... we had so many
conflicts with families
because of this confusion".
(Psychologist)

Quote 29: “People do not
understand the meaning and
importance of palliative care.
You know... I see how
families feel... as if they
betrayed their loved one by
bringing him here. Often,
they are angry at us ...
because we care, not cure”
(Physician)

Quote 30: "It is hard for me
to say but social ads, like
posters, talks, or publicity
campaigns could help.
Sometimes we organize open
days or volunteer days to
raise people’s awareness of
palliative care. But all these
efforts could be made in vain
if there are no clear
recommendations given to
patients by their physicians,
oncologists or polyclinics."
(Nurse)

Quite 31: “Every year on
World Hospice and Palliative
Care Day we organize events
dedicated to palliative care
awareness. Many people
participate, we walk the
streets, hand out bulletins,
conduct surveys and explain
the meaning of palliative care
to all.” (Administrator)
Quote 32: "Who diagnoses
terminal cancer? Us? No!
Oncologists do that. And it is
their responsibility to inform
patients and their families
that we, palliative care units
and hospices, are ready to
help 24/7. But often they
don’t do it and patients with
terminal cancer go home. The

(continued on next page)
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Table 2 (continued)

Theme

Subtheme

Quote

Theme Subtheme Quote

7) Lack of the State
support.

Collaboration with the
State.

Importance of the State
support.

Frustration by the state
support.

Low salaries and high
turnover.

same is true for other
specialists, those who
diagnose terminal stages of
HIV, tuberculosis, stroke, and
so on. They must inform and
refer patients to us
immediately after a terminal
diagnosis." (Physician)
Quote 33: “One of the issues
lies outside of the scope of
palliative care, and it is how
oncologists communicate to
terminal patients about
stopping cancer treatment, as
it becomes useless or even
harmful, and how they talk
about transitioning to
palliative care. I see that the
problem is there, and I know
it.” (Administrator)

Quote 34: “Better
cooperation between
palliative stakeholders and
the state is the key to getting
the state to support palliative
care. We are already working
on this. There were several
meetings with the Minister of
Health, and she has promised
to support palliative care.
The roadmap for the
development of pediatric
palliative care is being
developed and we have a lot
of work to do”.
(Administrator)

Quote 35: "The state should
be a locomotive of palliative
care development, and we,
NGOs, sponsors, charity, we
are like carriages, from
behind we help the
locomotive to move further.
All these years palliative care
in Kazakhstan has been
developing independently,
without a big role of the state,
but we are about to exhaust
these abilities, it’s time for
the state to come on stage
and play its role."
(Administrator)

Quote 36: "After all the
difficult experiences I had
with my mother, I got the
feeling that government
authorities are not concerned
with these patients, they
would rather focus on the
strong and healthy. It’s as if
they have a consumerist
attitude toward people; in
other words, why should they
help fund and assist these
patients if they’re going to
die soon anyway?" (Family
caregiver)

Quote 37: "Palliative nurses
have a salary of around $250.
Every month they fight for
shifts to get a little more
money. They often take more
shifts than the Ministry of
Labor allows. As a result,
their productivity falls, and
burnout increases. Moreover,

our hospice has received
fines for exposing nurses to
this kind of burnout, and we
have even less money left
over. What is the bottom
line? The nurses just leave
the job." (Administrator)
Quote 38: "As an oncologist,
1 often attend oncology
conferences and congresses,
and I notice that palliative
care is getting more attention
in Kazakhstan. It seems to me
that we still have everything
ahead of us, I am sure the
government will help, and we
are just at the beginning of
our way." (Physician)

Future of palliative care.

3.4. Lack of mobile palliative care services for home-based care

Most family caregivers emphasized advantages of home-based care
not only as an alternative to inpatient care, but also as continuous
support if a patient prefers to be discharged and continue to receive
palliative care at home. However, they acknowledged that mobile
palliative care teams remain mostly unavailable (Quotes 5-7). Accord-
ing to a physician who mans a mobile team, their team serves hundreds
of palliative patients annually, effectively reducing the workload on
hospices. For example, one mobile team serves the palliative care needs
of a city with a population of two million (Quote 8). Physicians noted
that the optimal scenario can be achieved when a well-equipped mobile
team conducts regular visits to a patient who receives daily care from a
family caregiver (Quote 9).

3.5. Shortage of opioids to prevent and alleviate pain and suffering

The shortage of opioids to alleviate pain and suffering in palliative
patients is a significant concern that has been raised by family care-
givers. They pointed out that the list of available medicines is limited,
consisting mainly of weak opioids with minimal quantities of morphine
(Quote 10). Caregivers expressed frustration over the strict control
imposed by physicians and oncologists when prescribing morphine
ampules (Quote 11).

Administrators shed light on the primary cause of this opioid scar-
city, attributing it to a pervasive fear of opioids (opiophobia) within
society. This fear may be associated with an increased number of hos-
pitalizations, as patients might be more inclined to seek admission to
hospices or palliative units to access opioid pain relief (Quote 12). There
was a consensus among participants that palliative patients in
Kazakhstan endure severe pain without adequate access to opioids.
According to participants, a significant contributing factor to this issue is
the excessive governmental control over opioids, driven by efforts to
combat illicit drug trafficking. Administrators indicated that they are
actively engaging with authorities in an attempt to address this problem
(Quote 13). The collective goal is to ensure that palliative patients
receive the pain relief they require.

3.6. Poor formal palliative care education

Many healthcare professionals have voiced concerns about the
insufficient quality and quantity of educational courses offered in
medical universities and colleges. They explained that introducing new
courses in palliative care is hindered by the shortage of teaching pro-
fessionals specialized in the field (Quote 14). To address this issue, the
government has allocated funding for the training of health pro-
fessionals abroad. However, administrators and health professionals
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reported limited experience and subsequently engagement with over-
seas training programs (Quote 15).

Physicians specifically highlighted the adverse impact of subpar
palliative education for nursing staff on the quality of care. They noted
that newly hired and inexperienced nurses often gain essential knowl-
edge and skills only through on-the-job experience (Quote 16). Physi-
cians and nurses underscored the critical importance of education,
emphasizing the link between inadequate education, high turnover
rates, and substandard palliative care (Quote 17). Administrators sug-
gested that free online courses could serve as an effective intervention to
enhance palliative literacy in resource-limited settings and remote areas
of Kazakhstan (Quotes 18-19).

3.7. Lack of training on practical skills for family caregivers

Healthcare professionals and administrators highlighted a significant
reliance on family caregivers within the palliative care system in
Kazakhstan, whose role was deemed crucial in both outpatient and
inpatient settings. However, they pointed out that family caregivers
often lack the knowledge and practical skills necessary for providing
essential patient care (Quotes 20-21). Physicians acknowledged that, in
some cases, nurses may provide sporadic demonstrations of basic pro-
cedures in inpatient settings (Quote 22). On the other hand, nurses
stressed the importance of initiating training efforts in rural areas, where
the level of education tends to be lower, and where a significant portion
of the population is likely to require palliative care (Quote 23). They
highlighted that online courses would serve to enhance palliative care
skills among family caregivers and provide them with the necessary
information and support to better care for their loved ones (Quotes
24-25).

3.8. Lack of societal awareness about palliative care

Administrators raised concerns about the low societal awareness
surrounding palliative care, highlighting a phenomenon they referred to
as "family betrayal." This term encapsulates the negative attitude of
families toward entrusting their terminally ill loved ones to palliative
care staff (Quote 26). Additionally, there were worries about the lack of
awareness among the rural population, which constitutes a half of
Kazakhstan’s population which may not possess even basic palliative
skills (Quote 27). Healthcare professionals noted that the lack of
awareness often leads to conflicts when family members confuse palli-
ative care with cancer treatment, insisting on requesting treatments like
radiotherapy or chemotherapy (Quotes 28-29).

Healthcare professionals conducted local events in hospices and
palliative units, while administrators organized outdoor events where
they disseminated written and verbal information about palliative care
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services (Quotes 30-31). However, there was a belief that oncologists
should inform patients and their families about the benefits of palliative
care immediately after making a diagnosis (Quotes 32-33). This coor-
dinated effort would improve understanding and acceptance of pallia-
tive care among both patients and their families.

3.9. Lack of state support

Administrators underscored the importance of fostering better
cooperation between palliative care stakeholders to enhance the
involvement of the government in palliative care initiatives (Fig. 1).
They acknowledged that some progress had already been achieved
through active collaboration with the Ministry of Health (Quote 34).
However, they also admitted that palliative care in Kazakhstan has, to a
large extent, developed without significant involvement from the Min-
istry of Health, even though such involvement is deemed crucial for
further advancement (Quote 35).

From the perspective of some families, past experiences have led
them to believe that the government prioritizes life-prolonging treat-
ments over care for terminally ill patients nearing the end of life (Quote
36). Nurses highlighted the challenges they face, including low salaries
equivalent to $250 a month, which is nearly half of the national average.
To compensate for this, staff members often take on additional shifts,
resulting in increased workload, conflicts, and a high turnover rate
(Quote 37). In contrast, physicians held more optimistic views and
pointed out a significant increase in attention from the State. They
believe that the government plays an active role palliative care devel-
opment (Quote 38). This positive outlook suggested a potential shift
towards greater governmental support for palliative care in Kazakhstan.

4. Discussion

Our study explored the challenges encountered by diverse groups of
palliative care stakeholders within resource-limited settings of
Kazakhstan. The insights derived from this research could provide
valuable support to the ongoing development of palliative care systems
in LMICs. According to the Lancet Commission Report, the integration of
palliative care into universal health coverage in LMICs could be
advanced by research [1]. Involvement of key stakeholders is crucial for
further palliative care development and better understanding of the
context in which palliative care is organized, provided, and received
[16,17]. Previous research has emphasized the need to capture the
challenges faced by different palliative stakeholders, especially in
LMICs [12,17,18]. Despite different experiences and the use of different
palliative care settings, stakeholders in five regions of Kazakhstan
identified common challenges related to palliative care.

Some participants in our study had catastrophic out-of-pocket
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Fig. 1. The pillars on which palliative care in Kazakhstan rests.
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expenses related to their caregiving duties. The need for their "financial
risk protection” is emphasized, especially in LMICs where families must
choose between the suffering of a loved one and crippling health care
expenses [19,20]. Studies show that home-based mobile palliative ser-
vices help prevent unnecessary hospitalizations, support families, and
reduce the overall costs of care [21]. Therefore, mobile home-based care
in Kazakhstan could be considered in conjunction with the training for
family caregivers. This measure can also reduce the burden on inpatient
care and the overall healthcare system, which is relevant in LMIC set-
tings [22].

The topic that elicited the most emotional debate pertained to the
necessity for opioids—specifically, oral morphine. The issue of opioid
scarcity in Kazakhstan comprises two distinct facets: external and in-
ternal. On the external front, the heavy-handed regulation of narcotics
by the police department and the national security committee manifests
itself in the meager volumes of morphine imported into the country [5,
6]. While dialogues to increase morphine imports are currently under-
way between the Ministry of Health and the police department, miti-
gating opiophobia demands a more intricate and sustained effort.
Participants emphasized the futility of augmenting morphine imports if
the medication is not administered to those who are most in need.
Research underscores that overregulation of opioids fosters a detri-
mental cycle of limited access and underestimated needs, with LMICs
bearing the brunt of these challenges [23].

It has been documented that beyond physicians and nurses, spe-
cialists at all levels of healthcare must be competent in caring for ter-
minal patients and their families [24]. Experiences of LMICs show that
better palliative care education results in higher accessibility and
expansion of palliative care services [25,26]. The importance of edu-
cation cannot be underestimated; therefore, to make palliative care a
public health concern, palliative education should be made available for
all health professionals [27,28]. The basic palliative competence should
be promoted among the entire health workforces [29].

The need for training family caregivers is of particular importance in
the context of resource-limited settings of Kazakhstan, where families do
not have the skills to care for loved ones at the end of life [2]. In the
United States, the economic value of unpaid care provided by family
caregivers is estimated to be around $470 billion annually [30]. In the
US, family caregivers are recognized as a central part of long-term care,
where all health professionals are encouraged to integrate family care-
givers into the care team and provide better support to families [29].
The Kazakh palliative care system relies heavily on families due to the
close family ties in the Kazakh society and a voluntary desire to take care
of a loved one at the end of life. The sense of coherence, the rituals and
traditions, and the long-term mutual support that families and com-
munities provide to those who die or grieve cannot be replaced by
healthcare professionals [2]. Moreover, the lack of a family caregiver is
strongly linked to hospital readmissions, leading to increased healthcare
costs [29]. Researchers identify a complex mix of physical and psycho-
social variables that influence the will to live, where absence of a spouse
correlated with a lower ‘will to live’ score [31]. Online education plat-
forms for family caregivers of dementia patients have already demon-
strated the feasibility of achieving significant enhancement in the
well-being of patients and their family caregivers [32-35].

Rural and remote areas should be given special attention when
addressing the issue of palliative training for family caregivers as they
struggle with inadequate healthcare infrastructure and lack of qualified
healthcare staff [36]. Poor public awareness may serve as an underlying
factor for other challenges in palliative care, as it affects the general
population, patients, families, medical professionals, and the State [37].
Our findings indicate the necessity of public education and
awareness-building campaigns that inform society of the goals of palli-
ative care [38]. Research indicates that public education about pallia-
tive care and pain relief is the key to expanding its accessibility [1].
International experience demonstrates effective community engage-
ment, mobilization, and death-literacy initiatives that are used in a
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variety of public engagement strategies, such as public events, art ex-
hibits, etc. [39].

Finally, the need for State’s support was a painful point for all
participating administrators, also noted by health professionals and
family caregivers. Expanding bed capacity and access to pain medica-
tions in Kazakhstan has been achieved largely due to the advocacy of
NGOs over last 7 years [5]. Insufficient funding negatively affects sal-
aries of palliative staff which earn substantially less than staff in other
medical specialties. Palliative care is of significant benefit to the State
and could reduce the strain on the health budget by preventing unnec-
essary hospitalizations and interventions and by freeing economically
active family members and improving the image of healthcare [40,41].

4.1. Recommendations

Based on the in-depth analysis of interviews, we propose seven rec-
ommendations to address challenges expressed by palliative care
stakeholders. Reflecting of the Road Map of Palliative Care Development
in Kazakhstan, we further categorized these recommendations into
short-, mid-, and long term:

1. Increase the volume of imported opioids and advocate against their
excessive control (short-term).

2. Introduce pilot projects on free online/on-site training courses for
family caregivers to build awareness and explain basic palliative
procedures (pain relief, hygiene, feeding, etc.) (mid-term).

3. Promote palliative care and home-based services in remote rural
areas which represent almost 50% of the population (long-term).

4. Revise the policy of funding cuts based on lower quality of care in
palliative facilities in favor of more transparent mechanisms when
the quality could be incentivized rather than punished (mid-term).
Fig. 2 demonstrates the vicious circle between the policy and lower
quality of palliative care.

5. Reconsider the broad distribution of single palliative beds in hospi-
tals in favor of established palliative care facilities, that could pro-
mote homogeneity of quality of care and facilitate the
implementation of future reforms (long-term).

6. Promote awareness-raising campaigns advocating for palliative care
and explaining its benefits for society (long-term). Fig. 3 represents
the factors associated with decisions to receive palliative care in
Kazakhstan.

4.2. Strengths and limitations

Our study included family caregivers of cancer patients, while
palliative care is also provided to patients with other terminal diagnoses,
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Fig. 2. Vicious cycle representing cause and effect links between the funding,
staff burden, and quality of care.
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Fig. 3. Factors associated with the decision to receive inpatient palliative care.

such as HIV, tuberculosis, stroke, etc. Moreover, the study did not collect
data from participants from rural areas, which represent almost 50% of
the population of Kazakhstan. Future research will need to extend
beyond cancer care, to consider multiple disease groups, and to include
rural population to form a comprehensive palliative strategy in resource-
limited settings of Kazakhstan.

5. Conclusion

While the goals of prolonging life are prioritized and well-funded,
they should be followed by the goal of reducing suffering by providing
adequate pain and symptom relief. To join the group of countries where
palliative care is available, accessible, and affordable, Kazakhstan aims
to integrate palliative services into the mainstream healthcare system at
all levels throughout the country, from primary care to hospices, and
from large cities to remote villages [4]. Target 3.8 of the United Nations
Sustainable Development Goals points to the need for achieving uni-
versal health coverage, including access to essential health services and
financial risk protection by 2030. However, no country can achieve
universal health coverage without including palliative care [1,42].
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