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ABSTRACT

Purpose: This paper explores the barriers which people with disabilities experience in accessing health
care services in Malawi.

Methodology: Fifty-two in-depth interviews were conducted with people with various types of disabilities.
These interviews were conducted in four districts in Malawi: Blantyre and Phalombe in the Southern
Region; Ntchisi in the Central Region, and Rumphi in the North. A team of trained research assistants con-
ducted the interviews.

Results: The major challenges that people with disabilities experience include the cost of accessing health
care, long distances to health facilities, lack of transport, hilly terrains and flooding of rivers during the
rainy season, communication challenges with the health providers and poor attitude of health workers.
Some of these challenges are not unique to people with disabilities, but constitute more of a problem
among people with disabilities.

Conclusion: There is a need to address these challenges through the expansion of the provision of assist-
ive devices, implementing comprehensive outreach services targeting people with disabilities and
strengthening the links between key component of access to quality health care. Attitudinal barriers and
lack of resources remain major challenges.
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» IMPLICATIONS FOR REHABILITATION

e Though people with disabilities face challenges accessing health care world-wide, the challenges are
greater in low-income countries. The current study in Malawi confirms this.

e Major challenges include costs of care, transport costs, and inaccessible facilities.

e Lack of health worker awareness and attitudinal barriers are major issues of concern.

e It is imperative, given this situation, that effort is spent in Malawi and similar contexts on dealing
with issues of stigma and discrimination especially in the health care sector.

e |t is also important to explore cost-effective ways of assisting people with disabilities accessing appro-
priate transport, which should be seen as part of the healthcare system.

e Though the cost of providing equitable care may be high in low-income contexts, this is a human
right. Training and creating an accessible and disability-friendly service environment is a key priority.

Introduction

While the Constitution of the Republic of Malawi assures
Malawians that the state shall “provide adequate health care,
commensurate with the health needs of Malawian society and
international standards of health” [1, para.13.3], there exist barriers
to accessing health care. These barriers include the critical short-
age of medicines in health facilities, long waiting times, negative
attitudes of health workers, the cost of health care and long dis-
tances to health facilities [2]. Most of these challenges have also
been highlighted in Malawi’s Health Sector Strategic Plan
2011-2016 [3]. These challenges are not unique to Malawi, as
other developing countries experience similar challenges [4-11].
While a number of studies examine barriers to accessing health

care in the general population [3,12], not as much is known about
accessing health care for people with disabilities in Malawi.

As is the case in other countries, people with disabilities in
Malawi have been shown to experience poor health and educa-
tion outcomes relative to the general population [13-15]. People
with disabilities also experience challenges in accessing social and
health services. For example, a large-scale study found that,
although 84% of people with disabilities were aware of health
services available in the areas where they lived and that 83%
required these health services, only 64% of those who needed
services actually received them [15]. This finding is in keeping
with similar studies conducted in other Southern African countries
[16-18]. Although the challenges people with disabilities face in
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Malawi are well known, there is little information available on
how the challenges in accessing services are experienced by the
people themselves. If changes are made and services planned
without input from service users themselves, there is a strong pos-
sibility that they will not address service users’ needs and con-
cerns. For this reason, this article bridges this gap in knowledge.

Background - the delivery of health services in Malawi

The bulk of health services in Malawi are provided by the Ministry
of Health, with the Christian Health Association of Malawi (CHAM)
being the second biggest provider; together they provide 97% of
the health services [19]. Other health service providers include pri-
vate-for-profit providers and companies. CHAM is a major partner
of the Ministry of Health in the delivery of health services with
most of its health facilities located in rural areas. The catchment
areas of the Ministry of Health and CHAM health facilities do not
overlap. The policy of the Ministry of Health is that Malawians
should live within a radius of 8km of a health facility. In 2015,
23.1% of Malawi’'s population was residing outside this recom-
mended radius, which implies that there is a shortage of health
facilities in the country [20]. The delivery of health services in pub-
lic health facilities is free of charge. However, CHAM charges user
fees. The Government of Malawi has established service level
agreements (SLAs) with selected CHAM facilities which enable
Malawians to access certain health services in CHAM facilities free
of charge, with an emphasis on maternal, neonatal and child
health services [3]. The rationale for the establishment of service
level agreements is that cost should not be a barrier to accessing
health services.

Health services in Malawi are delivered at three levels, namely
the primary, secondary and tertiary levels and these levels are
interlinked through a comprehensive referral system. The delivery
of health services is severely hampered by the shortage of health
workers: in 2014/15, 52% of the established positions in the
Ministry of Health were vacant, with vacancy rates among medical
specialists and nurses at 86% and 74%, respectively. This is exacer-
bated by the maldistribution of health workers, with most of
them allocated to urban facilities compared to rural communities
where more than 80% of the Malawi population reside [21]. The
delivery of health services is also hampered by a shortage of fund-
ing: the per capita total health expenditure is estimated at US$39,
which is grossly inadequate for the effective delivery of health
services to Malawians [22].

Existing policies and practices do not adequately address the
needs of people with disability. People with disabilities experience
major challenges [23]. It is crucial to know more about how access
issues are experienced and understood by the people most
affected by them. This is a question not only of recognition of the
rights of people with disability in terms of global disability rights
as enshrined in instruments such as the UN Convention on the
Rights of Persons with Disabilities (UNCRPD) [24] but also a matter
of good service planning. Contemporary thinking on health sys-
tems planning suggests that user knowledge and input is very
important, but frequently overlooked as a crucial source of data
[25-271].

The work presented here forms part of the Equitable Access to
Health Care among Vulnerable Populations (EquitAble) Project. The
overall aim of the EquitAble Project was to explore the availability
and accessibility of health care services among vulnerable popula-
tion groups, including people with disabilities in Malawi, Namibia,
South Africa and Sudan. Full details of the project and the teams
involved can be found at www.equitableproject.org. The project

has explored the extent to which health and related policies inter-
nationally, regionally, and in the target countries, were inclusive of
vulnerable groups, including people with disabilities [24], has pro-
vided information on health care utilization in the target countries
[23,28-30], and has shown through large scale surveys in 17 sites
across four countries that access of people with disabilities to
health care is a serious challenge [31].

Methodology
Research setting and context of the study

Malawi is divided into three regions, namely the northern, central
and southern regions. There are four major ethnic groups, these
being the Chewa who are found in central Malawi, the Yao and
the Lomwe in the south and the Tumbuka who are found in the
north. Three ethnic groups were represented, excluding the Yao
ethnic group, because a large study on access to health care had
just been conducted among this group a few years earlier [32,33].
Data collection for the EquitAble Project was done in four districts
in Malawi, namely Blantyre and Phalombe in the Southern Region;
Ntchisi in the Central Region; and Rumphi in the Northern Region.
Ntchisi District is mainly inhabited by the Chewa people,
Phalombe by the Lomwes, while the Tumbukas are predominantly
in Rumphi. Blantyre was selected as the site for the study because,
being an urban area, problems related to accessing health care
would be different from those occurring in rural areas. Twelve
research assistants (RAs) were employed and trained for one week
by members of the Consortium. The training of the RAs and close
supervision of the data collection process, including an analysis of
the transcripts, ensured that data of high quality were collected.
The additional use of experienced RAs in this study also contrib-
uted to ensuring high data quality. The data for this study were
collected in 2010.

The point of entry for this study in each of the four districts
was the District Health Officer (DHO). The purpose of the study
was explained to the DHO who was requested to help the
research team to identify two health facilities: one which
belonged to CHAM and the other to the Ministry of Health. Eight
health facilities were selected with the help of the District Health
Officers. Data were collected in the catchment areas of selected
health facilities.

A total of 244 in-depth interviews were conducted in this
phase of the study: 81 in Blantyre, 63 in Phalombe, 50 in Ntchisi
and another 50 in Rumphi. More interviews were done with
females (142) than males (102). Interviews were done with a wide
range of informants, namely users of health services, non-users of
health services and providers of health services. Out of the 244
interviews, 52 interviews were conducted with people with various
types of disabilities. Snowballing was used to identify people with
disabilities as well as non-users of health services, as many non-
users were existent in the communities which were visited. The
interviews with people with disabilities were face to face inter-
views and explored various issues, including the barriers which
they experience in accessing health services. This paper analyses
interviews which were conducted with people with disabilities,
and explores the barriers they experienced in accessing health
services.

Data analysis

The in-depth interviews with people with disabilities were
recorded and transcribed. The major themes and sub-themes
were identified by the members of the research team, based on


http://www.equitableproject.org

the issues which emerged from the data. The analysis of the data
collected in this study was aided by the use of NVIVO into which
all the transcripts were imported and coded. The data were ana-
lysed using thematic analysis [34] and organised according to the
approach posited by Mudrick and Yee [35] who suggest that a
useful way of categorising access challenges to health care by
people with disabilities is by grouping them under the headings
of financial, structural and programmatic. They define structural
barriers as those related to architectural characteristics of medical
offices such as the width of the doors and availability of stairs and
lumps. Programmatic access to health care encompasses policies
and practices which constitute part of the health care delivery sys-
tem which may have an impact on the ability of patients with dis-
abilities to receive the same quality of health care as everyone
else. These programmatic access issues include methods of com-
municating with people with disabilities and the treatment of
patients with disabilities by medical personnel. Financial barriers
have been defined as those related to coverage limitations for
various forms of treatment, medical equipment and referrals to
medical specialists [35]. This implies that financial barriers relate
both to the individuals as well as to providers of health care
services.

Ethical considerations

The protocol for this study was submitted to the National
Health Sciences Research Committee (NHSRC) whose secretariat
is in the Ministry of Health in Malawi. The NHSRC is the institu-
tional review board which reviews all protocols on health and
related fields. This study was implemented after receiving
approval from the NHSRC. None of the participants were forced
to participate in this study and consent was obtained from all
study participants. This was largely oral consent because of
high illiteracy rates.

Results

Table 1 provides a description of the participants interviewed for
this study. In line with the Mudrick and Yee [35] typology, results
are presented under each of the major headings in turn.

Table 1. Characteristics of informants.

Age Number of participants Percentage
Less than 20 8 15.4
21-34 8 15.4
35-49 5 9.6
50-64 7 135
65-79 15 28.8
80+ 5 9.6
Unknown 4 77
Sex
Male 25 48.1
Female 27 519
Type of disability
Physical 22 423
Epilepsy 6 11.5
Visual 12 23.1
Hearing 6 1.5
Mental 6 11.5
Level of education
None 18 346
Primary 27 51.9
Secondary 1 1.9
Secondary+ 1 19
Not specified 5 9.6
52 100.0
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Financial barriers
Cost of accessing health services

Many people with disabilities said that they do not access health
care because the nearest health facility in their communities
belonged to CHAM, which charges user fees. They explained that
they were poor, hence they could not afford to pay for services:

The lack of money is another major factor that affects people’s access
to the health care. Because when one has no money that means he
cannot access health care because the facility in the area is a CHAM
facility they don't offer free services. (Male informant, aged 64-79, deaf
and blind, Blantyre).

An elderly female informant in Blantyre explained that it is not
only people with disabilities who fail to access health care from
CHAM facilities; in her community, many people with or without
disabilities are poor and they cannot afford to pay user fees at
CHAM facilities. Some people with disabilities, especially the eld-
erly, said they stopped going to CHAM facilities because they do
not have any source of income. Some informants reported that, in
CHAM facilities, a patient is only given prescribed drugs equiva-
lent to the amount of money they are able to pay. A number of
participants would have liked to have attended private clinics, as
care was perceived to be better there, but they could not afford
the fees. A major difference reported between private and public
facilities was that private facilities have adequate medicines and
are not subject to stock outages.

The inability to pay for accessible transport to facilities was a
common problem, especially where long distances needed to be
travelled. Long waiting times at facilities also left participants hun-
gry and thirsty and many did not have funds to buy food and
drink while waiting. The issues of costs, therefore, go far beyond
the question of payment for treatment. Strategies used by some
participants to pay for health care access included selling their
harvests, chickens, or other livestock, earning small amounts of
money through running small scale businesses and doing piece
work in other people’s gardens. The extent to which this was pos-
sible was, of course, partly dependant on the nature of impair-
ments and also on health status. A small number of elderly
people with disabilities reported that they were able to pay for
health services at CHAM facilities because they have children who
are responsible for paying the bills when they are unwell, but
most participants come from financially stretched families with
meagre funds to go around.

Structural barriers to accessing health services

In addition to architectural design features of health facilities,
such as lack of ramps and elevators, as identified by Mudrick and
Lee [35], Goins et al. [36] add that structural barriers are inherent
in the service delivery system and the environment itself which,
among others, includes transportation difficulties, a limited health
care supply and lack of quality health care. In the present study,
people with disabilities identified a number of structural barriers
that they experienced in seeking health care.

Long distances to health facilities

There were people with disabilities who lived very close to the
health facilities and did not have any problems in terms of getting
to the facility during illness episodes. However, others were resi-
dent very far from health facilities and these reported that
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distances to health facilities were long and this was a major bar-
rier to accessing health services:

| cannot walk to the health facility to access the health care because of
my disability since it is very far from my home. Nobody takes me there
either. My husband is also disabled and we are both helpless. (Woman
with physical disability, aged 50-64, Ntchisi)

This woman stayed 9km from the nearest health facility. Some
informants with disabilities, especially the elderly, reported that
they stopped accessing health services they needed altogether
because of the long distances: old men and women were unable
to walk long distances either because they had a disability or suf-
fered pain. For example, a man in his 80s with a disability, living
in Blantyre, reported that he stopped accessing health services
because the nearest health facility for him was 18 kilometres
away; it was difficult for him to walk such a distance. This was
exacerbated by the lack of a reliable public transportation system
in his community. Transport was also a problem for people with
visual impairments, sometimes together with other impairments:

On my own | cannot walk to the health facility because | cannot see
and | have rheumatism. My children cannot carry me on a bicycle
because | have dizziness whenever | am put on the bicycle, so this
makes me not access formal health care services. (Woman with visual
impairment, aged 65-79, Ntchisi)

The lack of public transport was also mentioned in other dis-
tricts such as Rumphi where the road network was not good.
People with disabilities were also asked if health facilities ever
provide transport to the health facilities for people who are sick.
In general, informants reported that the health centres do not
provide transport for patients, including patients with disabilities,
to get to health centres except during referral of cases of serious
illness to higher level health facilities. They explained that when a
health centre is referring a patient to the District Hospital, health
centre staff will call for an ambulance. This is the only time when
transport is provided. Ambulances in this context are provided
free of charge. The ambulances are not provided to collect
patients from their homes to take them to primary health care
facilities. While this is the case, in some communities, however,
there are motorbike ambulances which are helpful in terms of
transporting patients from the community to a health facility. For
example, an informant said that community members can request
a motorbike ambulance when there is a need:

The facility assists with transport sometimes when people from the
community go and report that someone is very sick such that they
cannot take him to the facility on foot. There is a motorbike ambulance
which goes to the community to ferry patients who are seriously ill.
(Woman, young adult with a physical disability, Ntchisi)

People with disabilities residing close to health facilities were
in general happy with the location of health facilities. All those
who reported not being happy with the location of the health
facility lived far from facilities.

Hilly terrains and flooding of rivers

In one catchment area of a health facility in Blantyre, and another
in Rumphi, the terrain was quite hilly and people with disabilities
and the elderly said that it was difficult, if not impossible, for
them to walk over such hilly terrains, especially if the distances
were quite long. In some places in Blantyre the hilly terrain is also
exacerbated by the general lack of public transport in the area;
hence making it difficult for people with disability. Some of the
roads, especially in rural Blantyre and Rumphi, are also in a bad
state — even bicycles and vehicles cannot pass. The hilly terrain
has meant that some people fail to access health care: an elderly

woman with a disability in Blantyre said that she was not using
formal health care services because she is very old and cannot
walk in these hilly places:

The main problem | think can affect a person accessing health care is
difficulties in walking. People with disabilities have problems in walking
and the place itself is hilly and the distance itself is very long - this
makes people with disabilities not to access health care. (A 79-year-old
woman with physical disability, Blantyre)

For older participants in particular, arthritis commonly made
walking difficult. In one catchment area in Blantyre, even though
the bicycles and bicycle taxis are available, informants said that
these cannot be used to carry patients because the terrain is so
hilly. In some cases, the flooding of rivers tends to result in people
with disabilities’ failure to access health services: for example, a
young woman in Blantyre who was physically disabled said that
there are two rivers between her community and the nearest
health facility. There are no proper bridges over these rivers.
During the rainy season, these rivers flood, making it difficult for
people with disabilities, like herself, to access health services.

Lack of an assistant to accompany a person with a disability
to health facilities

People with mobility impairments were reliant on others either to
carry them on their backs to facilities, or to transport them by
bicycle, where possible. Those with visual impairments needed
someone to lead them, especially across treacherous terrain. For
example, a visually impaired woman in Blantyre district said that
when going to the health facility she goes with a child who leads
the way.

In the absence of formal help, though, it is not always possible
for a community member to assist. The mother of a young man
with a mental health problem reported that when he is actively ill
he becomes violent and will beat her if she tries to take him to
the hospital. She therefore leaves him untreated. She is too old
and weak to carry him forcibly to the hospital; community mem-
bers are not willing to assist because of fear and stigma. Not all
families are supportive. For example, a physically disabled elderly
woman in Blantyre district said she has problems accessing health
services and, in fact, she does not go there at all:

Relatives leave me in the house when sick, failing to send me to the
health facility. (64-79-year-old woman with physical disability and
unable to walk, Blantyre)

She explained that her relatives leave her in the house when-
ever she is sick, and she is not in a position to hire a bicycle to
take her to the hospital because she has no money. She explained
that she would have needed to be carried to the health facility by
relatives; as they were not available she could not access care.

Language and communication problems

For some people with disabilities, especially those who are deaf, it
is difficult for them to communicate effectively with health care
personnel. There are no sign language interpreters. Sometimes
health care personnel are impatient where there are communica-
tion challenges. For example, a 42-year-old woman in Blantyre,
who was deaf, reported that doctors always ignored her, saying
“atichedwetsa awa” (which literally means that “this one will delay
us”). In addition, people who have hearing and speech impair-
ment may have their privacy and confidentiality breached by the
presence of a third party. The 42-year-old woman referred to
above relies on her sister to accompany her to interpret, but she
would prefer not to reveal private matters regarding her health to



her sister. Without her sister’s help, however, she cannot access
health care at all - a year previously she had gone to a health
facility alone and had to leave without treatment because the
staff could not communicate with her. She experiences similar
problems with the local community health worker, who cannot
assist her due to communication barriers.

There were a few people with hearing impairments who had
accessed hearing aids. A 70-year-old man in Blantyre said he can
hear only by making use of a hearing device which would be diffi-
cult for others who do not have one:

Difficult communication also affects my health care access. For example,
| can only hear by the use of a hearing device but when one does not
have the device and no guardian, it will be very difficult to
communicate with the health workers. They may speak to him but he
may not get what they are saying. (A 70-year-old man with hearing
impairment, Blantyre)

A major challenge for those provided with hearing aids is the
cost of batteries and the cost of maintenance of the aids — with-
out ongoing support, the devices may become unusable.

Programmatic barriers
Providers’ attitudes

The majority of the people with disabilities said that the health
workers treated them quite well. There were others, however, who
complained about poor attitudes of health workers as a major bar-
rier for accessing health services. Some people with disabilities said
that some health workers are harsh and rude and they shout at
patients, even favouring their own friends and relatives when pro-
viding services. Prejudice and discrimination also play a part:

| have experienced a lot of things. For example, my own disabled
daughter has schizophrenia. She was sick so | took her to the hospital
for treatment. Unfortunately, | was chased away by the health workers
and was told that they don’t keep mentally ill patients at their facility
and if | wanted | should go to Zomba [Mental] Hospital where they
keep these kind of patients... (A 50-64-year-old woman with a child
who has schizophrenia, Phalombe)

The refusal to treat a person with a serious mental disorder is
against policy. Since this patient did not get any treatment, her
mother then reluctantly took her to a local herbalist for help. This
is just one example of many reports of people with disabilities
not being treated well or not receiving treatment at all.

Provider attitudinal and work practice issues affect all commu-
nity members. Some health workers refuse to attend to patients at
night or on a holiday despite a commitment in policy to providing
emergency care round the clock. One female informant with a dis-
ability in Ntchisi gave an example of her son who became ill on a
Sunday. She took him to the health facility and he was told that the
facility does not operate on Sundays, even in emergencies. She had
to buy medication from a local shop. She was anxious that the
medication, which was sold by someone with no health care or
pharmaceutical training, might be ineffective or harmful.

Long queues at the health facilities

Long queues tend to discourage people with disabilities from
accessing health services. Though this also applies to those with-
out disabilities, the challenges of queuing when one has a phys-
ical impairment or when one experiences pain, may be greater. A
young woman in Ntchisi said that sometimes a patient loses
patience when waiting for their turn to come and could decide to
go back home to seek alternative health care services. Relatives
and friends who assist people with disabilities may also influence
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patients, including patients with disabilities, to give up on the
queue and go home - these people are offering help but may
become tired of having to wait with the patient.

Some facilities do try to take waiting times into account when
dealing with patients with disabilities, but this is clearly depend-
ant on who the staff happen to be. Preferential treatment may
cause its own problems, though. One informant with a disability
said that at one time she went to the health facility and got
instruction from one of the members of staff to see the medical
assistant straight away without queueing. Other patients thought
that they had been taken advantage of. They thought it was not
right for someone to be treated without being in the queue. This
raises the issue not only of staff attitudes but also of the attitudes
of other patients. A participant with a physical disability reported
that other patients assume that because of her physical disability
she must have a mental disorder as well. She is stigmatised and
shunned while waiting for care, as she does not feel comfortable
to be with others who stigmatise her, calling her “mad”.

Other factors that may affect access to health services
by people with disabilities

In addition to the factors outlined above, there were others which
were also mentioned by people with disabilities as contributing to
the creation of barriers to accessing health services. As mentioned
above, some of these factors affect the general population as
well. For example, beliefs in witchcraft as a cause of disease and
iliness still prevail amongst Malawians and many people believe
that such diseases cannot be easily diagnosed and effectively
treated by clinicians in health facilities. A guardian of a woman
with a disability said that some people find it more difficult to
access health care because witchcraft causes the diseases they
suffer from. When such people visit a health facility the clinicians
fail to diagnose the health problems that they suffer from and
they will opt to seek care from traditional healers.

Other people with disabilities, just like those without disabil-
ities, believe in the efficacy of traditional medicines. A man with a
disability in Rumphi, said that others do not go to health facilities
during iliness episodes because they rely on traditional medicines,
and whenever they are sick they just go into the bush to get
herbs or they go to herbalists who give them the traditional medi-
cines. He gave an example of diseases such as pneumonia, infertil-
ity and body pains which are perceived to be cured easily by
herbalists. In some cases, access to health services can be made
more difficult because of religious reasons. A number of informant
mentioned that one of the major problems in terms of people
accessing health care, including people with disabilities, is mem-
bership of religious organisations which prohibit their members
from accessing health services. Prominent amongst these religious
groups forbidding use of health services were Church of God, the
Zion Church and Jehovah Witnesses [37].

Discussion

This study has demonstrated that people with disabilities experi-
ence a wide range of barriers in accessing health services. One of
the most important barriers is the cost of accessing health serv-
ices. Poverty in Malawi is widespread: 50.7% of the population live
below the poverty line [38]. It is not only people with disabilities
who experience challenges in paying for services at health facili-
ties belonging to CHAM but people without disabilities as well.
Other studies have shown that the cost of health care is more
likely to be a barrier for people with disabilities compared to
those without a disability; people with disabilities are
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economically disadvantaged and less likely to be employed [39].
Though some participants use traditional medicine because of
their belief system, we encountered those who did so because
they could not afford biomedical care. Poverty is one driver for
reliance on non-traditional approaches such as indigenous para-
professionals, especially in rural areas [40].

Issues of distance, transport challenges and the challenges of
long waiting times have been identified in previous work in
Malawi and in neighbouring countries [23,30]. Mudrick and Yee
[34] argue that there is a need to put in place policies which
enable people with disabilities “who may not be able to tolerate
waiting for extended periods in a reception area to be seen upon
arrival”. This is difficult to implement in a context in which both
health care providers and other patients, as our data show, may
hold discriminatory attitudes and may object to what they per-
ceive as preferential treatment for people with disabilities. Clearly
one of the key issues underlying many of the challenges faced by
participants is the issue of attitudes, and lack of appreciation of
the difficulties associated with negotiating a complex environment
with little support [29].

Some of the challenges experienced by people with disabilities
may be addressed if they are provided with assistive devices. In
this study, there was one informant who had a hearing aid and
he noted that having this device helped him significantly in
addressing communication barriers. While the Government of
Malawi, with support from development partners, has tried to pro-
vide assistive devices such as wheelchairs and crutches to people
with disabilities, it remains the case that many who need these
devices do not have access to them or to the help they need in
utilizing the devices optimally. A 2003 study found that while 69%
of people with disabilities in Malawi needed assistive device serv-
ices, only 5% received them [15]. The World Health Organization’s
GATE (Global Collaboration on Assistive Technology) program pro-
vides both a challenge and an opportunity for the government of
Malawi to implement the provision of the Assistive Product List
(APL) of 50 priority products through the development of a cross-
sectoral systemic approach [41].

One of the major findings from our research is the need to
adopt a systems approach to providing health care for people
with disabilities. Whether this is in terms of providing transport to
clinics, ensuring that people have the finances and opportunity to
buy batteries for hearing aids, or that health care providers are
able and willing to engage with people with disabilities in an
equitable way compared to other services users, there is a need
for more collaborative systems thinking that reflects the realities
and complexities of care pathways for people with disabilities.
However, more than this, the experience that people with disabil-
ities have of health systems may constitute an excellent overall
probe of the accessibility and appropriateness of the broader
health system; allowing other users to also benefit from improved
access and enhanced systems thinking [42].

Conclusions

Many of the challenges experienced by people with disabilities, as
detailed in this paper, affect both people with disabilities and those
without. Issues which are common in the community - such as pov-
erty, lack of transport, stock outages and attitudinal barriers — are
magnified both in the context of practical challenges many people
with disabilities face and in the context of stigma and discrimin-
ation. Barriers do not exist in isolation — they are complex and inter-
secting, and operate at multiple levels for people leading difficult
and challenging lives. For this reason, the health service experiences
of people with disabilities may constitute an excellent probe for

evaluating the over-all accessibility and quality of health systems.
There are similarities between the issues faced by our participants
and those reported by studies in wealthy countries, but the burdens
are greater. For example, in many contexts, even in wealthy coun-
tries, people with disabilities face challenges of inaccessible build-
ings and transport; in Malawi, as in other poor countries, these
challenges may translate into the reality of having to be carried for
long distances on a relative’s back, with all the pain and indignity
that this may imply for both parties. The fact that some of our par-
ticipants had effectively given up trying to access health care is
especially worrying, but understandable in light of the magnitude
and range of intersecting challenges faced.

Some of the challenges can be addressed through comprehen-
sive outreach services as well as expanding the provision of assistive
devices. The current outreach services, as delivered by Ministry of
Health and other stakeholders, are limited and do not reach every-
one, nor do they necessarily reach across sectors. This has implica-
tions for health and even for survival. More work needs to be done
in exploring low cost, contextually appropriate services and devices
and the APL constitutes an important initiative in this respect. The
stories we have heard are often stories of resilience and survival
under harsh conditions and it is essential that the voices of those
who experience the visceral and bodily consequences of exclusion
and lack of access form a key part of developing new policies, and
where they exist, in implementing commitments for equitable
access and quality services in existing policies
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