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Abstract

While several studies have documented the various barriers that caretakers of children under five
routinely confront when seeking healthcare in Uganda, few have sought to capture the ways in
which caretakers themselves prioritize their own barriers to seeking services. To that end, we asked
focus groups of caretakers to list their five greatest challenges to seeking care on behalf of children
under five. Using qualitative content analysis, we grouped responses according to four categories:
(1) geographical access barriers; (2) facility supplies, staffing, and infrastructural barriers; (3) facility
management and administration barriers (e.g. health worker professionalism, absenteeism and
customer care); and (4) household barriers related to financial circumstances, domestic conflicts
with male partners and a stated lack of knowledge about health-related issues. Among all focus
groups, caretakers mentioned supplies, staffing and infrastructure barriers most often and facility
management and administration barriers the least. Caretakers living furthest from public facilities
(8-10 km) more commonly mentioned geographical barriers to care and barriers related to financial
and other personal circumstances. Caretakers who lived closest to health facilities mentioned facil-
ity management and administration barriers twice as often as those who lived further away. While
targeting managerial barriers is vitally important—and increasingly popular among national plan-
ners and donors-it should be done while recognizing that alleviating such barriers may have a
more muted effect on caretakers who are geographically harder to reach — and by extension, those
whose children have an increased risk of mortality. In light of calls for greater equity in child sur-
vival programming - and given the limited resource envelopes that policymakers often have at
their disposal — attention to the barriers considered most vital among caretakers in different set-
tings should be weighed.

Keywords: Barriers to care, care seeking, distance, efficiency, equity, facility management, financial barriers, geographical bar-
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Key Messages

ledge about health-related issues.

access barriers.

* Barriers to seeking care from a caretakers’ perspective can be broadly categorized into (1) geographical access barriers;
(2) facility commodities, staffing, and infrastructural barriers; (3) facility management and administration barriers; and (4)
household barriers related to financial circumstances, domestic conflicts with male partners, or a stated lack of know-

* Most barriers mentioned involved either poor or inadequate facility supplies, staffing, or infrastructure, or geographical
¢ Understanding how people identify and describe their own barriers to care-seeking is important not only as a way to

better understand which barriers have potentially formidable implications from the perspective of users themselves, but
also as a way for national planners and donors to set priorities.

Introduction

The principles that animated the Alma-Ata Declaration of 1978 con-
tinue to be a touchstone for many of the policies and programs that
drive primary healthcare throughout the world. Almost four decades
ago, the declaration emphasized not only ‘the right and duty [of peo-
ple] to participate individually and collectively in the planning and
implementation of their health care’ but also the importance of ad-
dressing the ‘existing gross inequality’ that persists both between
countries and within them (WHO 1978).

In Uganda, these overriding principles have been domesticated in
a number of policy documents. The Second National Health Policy
(Ministry of Health Uganda 2010), for instance, envisions a health
system that ‘adopts a client-cantered approach with consideration of
both the supply and demand side of health care’, while affirming the
government’s commitment to equity by ‘ensur[ing] equal access to
the same health services for individuals with the same health condi-
tions’ (Ministry of Health Uganda 2010).

Within the arena of under-five health, the government is still
striving to meet these goals. Approximately 64 out of 1,000 children
under the age of five in Uganda die each year of illnesses that are
largely preventable or treatable, such as diarrhoea, pneumonia, mal-
aria and other diseases that can be eliminated through the adminis-
tration of timely vaccines (UBOS and ICF 2017). The Uganda
Demographic and Health Survey 2011 highlights a number of per-
sistent socioeconomic and demographic disparities in mortality,
from a sizable urban-rural divide (77:111 deaths per 1000 live
births) to various regional and wealth disparities (UBOS and ICF
2012).

While a number of studies have documented the general barriers
to care that patients and caretakers of children under five confront
in Uganda (Mbonye 2003; Golooba-Mutebi 2005; Mbonye et al.
2006; Kiwanuka et al. 2008; ), data on the ways in which caretakers
themselves prioritize their own barriers to care are relatively thin.
Accordingly, this study asked caretakers to list their five greatest
challenges to seeking and receiving healthcare on behalf of children
under five. Among other things, understanding the ways in which
caretakers prioritize their most formidable challenges to care-
seeking may temper expectations about the potential benefits and
limitations of initiatives whose main outcomes don’t address the
barriers that many caretakers themselves highlight as the most ur-
gent. Understanding how caretakers prioritize their own barriers is
also an important step in the process of actualizing the client-can-
tered approach that the Government of Uganda has put forward
within its own policies.

In analyzing the findings, we were particularly interested in how
caretaker priorities might inform on-going discussions about the
benefits of improved management and administration in health

service delivery. Over the past decade, reports in Uganda on ineffi-
ciencies in the procurement, storage, and distribution of health com-
modities have proliferated alongside studies that document low
labour productivity and weak supervision, with estimates of vast
amounts of money lost that might otherwise have been put to pro-
ductive use (Nakyanzi et al. 2010; Okwero 2010). The government’s
response to such findings has been to codify the importance of
‘strengthen[ing] the organization and management of the national
health system’ — a policy objective present in both the second
National Health Policy and the National Development Plan (2010/
11-2014/15) (Government of Uganda 2010; Ministry of Health
Uganda 2010). The two documents also include a similar strategy of
‘increase[ing] motivation, productivity, performance, integrity and
ethical behaviour of human resource[s] through the development
and efficient utilization of the health workforce’. Given these prior-
ities, we paid special attention to those barriers mentioned by care-
takers that could potentially be mitigated through improvements in
the management and administration of health services, especially at
the facility level.

Barriers related to geographical distance were also of particular
interest to us. Within Uganda, up to 48.3% of rural women between
the ages of 15 and 49 report distance-related barriers to accessing
health care (UBOS and ICF 2012). However, disparities abound
even within rural areas, especially when gauging the distance of indi-
vidual households to the nearest health facility (Okwaraji et al.
2012; O’Connell et al. 2015). Indeed, recent research on the impact
of geographical access to facilities as a contributor to growing in-
equity, particularly in areas where public health facilities are few,
suggests that simply documenting urban—rural disparities, or even
regional disparities, is no longer enough (Victora et al. 2003;
Mulholland et al. 2008). A more comprehensive approach is needed,
one that begins with understanding the views and priorities of care-
takers themselves.

Methods

This study used Focus Group Discussions (FGDs) to capture care-
taker experiences in accessing services for children under five in
rural Uganda. Our research team conducted a total of 36 FGDs with
caretakers of children under five in 12 districts in Uganda in 2014
(Alebtong, Apac, Bugiri, Buhweju, Buvuma, Iganga, Kamuli,
Kasese, Maracha, Masindi, Mitooma and Sheema). The participat-
ing districts were part of an ongoing operational research project
called Community and District Empowerment for Scale-up
(CODES) (Katahoire et al. 2015), which was designed to increase
the utilization of services by and for children under five in Uganda.
Under the auspices of CODES, the participating districts were

6102 Jaquisldas G0 Uo 1senb Aq 621.€18E/7E6/L/ZEMORISGR-B IR/ I0deaY/WOo0"dNOdILSPEIE//:SA]Y WOl Papeojumoq


Deleted Text: INTRODUCTION
Deleted Text:  
Deleted Text: Passed a
Deleted Text: &hx0022;
Deleted Text: ,&hx0022;
Deleted Text: &hx0022;
Deleted Text: &hx0022;
Deleted Text: ,
Deleted Text: &hx0022;
Deleted Text: centered
Deleted Text: &hx0022;
Deleted Text: &hx0022;
Deleted Text: &hx0022;
Deleted Text: diarrhea
Deleted Text: and 
Deleted Text: ,
Deleted Text: ,
Deleted Text: ,
Deleted Text: ,
Deleted Text: <xref ref-type=
Deleted Text:  
Deleted Text: centered
Deleted Text: ,
Deleted Text: labor
Deleted Text: ,
Deleted Text: &hx0022;
Deleted Text: organisation 
Deleted Text: &hx0022;&hx2014;
Deleted Text:  
Deleted Text: ,
Deleted Text: &hx0022;
Deleted Text: utilisation 
Deleted Text: &hx0022;
Deleted Text: <xref ref-type=
Deleted Text: -
Deleted Text: , <xref ref-type=
Deleted Text: METHODS
Deleted Text: focus group discussions (
Deleted Text: )
Deleted Text: ,

936

Health Policy and Planning, 2017, Vol. 32, No. 7

purposefully selected to represent Uganda’s major geographical re-
gions. The original study included an additional four districts
(Waiswa et al. 2016), but some of the villages targeted in these dis-
tricts did not meet our criteria for geographical distance and were
thus removed from the data set.

Study sample

Within each district, we conducted three FGDs at varying distances
from a midlevel public health facility, usually a health centre III.
(Within Uganda’s system of care, health centre Ills are supposed to
be staffed with one senior clinical officer, one clinical officer, one
nursing officer, two midwives, three nurses, two nursing aides, one
lab technician, one lab assistant and one health assistant. In practice,
however, staffing levels are rarely at full capacity. According to
Uganda’s Ministry of Finance, Planning and Economic
Development, as of May 2013, 40% of all positions at health centre
IIs were vacant, although since that time, the Government of
Uganda has increased its hiring of facility staff [Ministry of Finance
Planning and Economic Development 2013].)

To identify the facilities to serve as the focal points for the
FGDs, we consulted the District Health Officer (DHO) and mem-
bers of the District Health Team (DHT) within each district.
Criteria for facility selection included those that were treating high
numbers of children who presented with diarrhoea, pneumonia, or
malaria, which are among the leading causes of mortality in children
under five in Uganda (UBOS and ICF 2012).

Once a facility was identified, our research team then travelled
to the unit to meet with its ‘in-charge’, who helped identify three vil-
lages whose residents use the facility — one within 3—-5 km of the fa-
cility, one within 5-7 km and one within 8-10 km. The purpose of
grouping the villages by distance was to tease out whether and how
geography and the attending barriers of transportation were some-
how linked to the ways in which people discussed the facility and its
services. In terms of distance stratification, we opted for villages that
were 3-5 km from the nearest facility (as opposed to, say, 0-5 km)
because we wanted the views of caretakers who lived within what
the government considers to be an accessible distance to a health fa-
cility (5 km), but weren’t so close to the facility that they might have
other interactions or relationships with health workers outside the
facility, perhaps through petty commerce or religious services. In
using FGDs, the goal was to better understand, as much as possible,
the views of caretakers whose interactions with service providers
occurred entirely through the care-seeking process.

During the village selection process, our research team also
worked with the in-charge to ensure that the villages selected had
limited geographical access to private health facilities, as well.
However, there were instances in which some villages that were
chosen — especially those that were further than 5 km from the near-
est public facility — had access to private clinics whose geographical
distance was comparable to the nearest public facility. Additionally,
the ubiquity of pharmacies/drug shops throughout rural Uganda
meant that many of our respondents had access to these establish-
ments within a 5 km radius of their homes. That said, access to drug
shops was not considered a substitute for access to public facilities.
Within much of rural Uganda, drug shops operate with little over-
sight from the district, which frequently renders the services and
treatments they dispense of sub-optimal quality (Awor et al. 2012).

Through the assistance of community extension workers (called
“Village Health Teams’, or VHTs, in Uganda) and village-level local
government representatives, eight to ten women who were care-
takers of children under five were purposively constituted into a

focus group discussion. Women were preferred because of their role
in providing physical care to children under five in rural commun-
ities throughout the country. To be selected, each caretaker had to
have had at least one child under five suffering a bout of diarrhoea,
pneumonia or malaria within a 3-month window prior to data
collection.

Data collection and management

The number of research assistants deployed to collect data was four
per district, for a total of 48. They had prior experience in qualita-
tive data collection and were deployed to districts where they were
fluent in the area’s languages. They were trained over a period of 2
days about the goals of the study, the use of focus group discussions,
how to facilitate them objectively, and their ethical obligations as re-
search assistants. The FGD guides used in the study were derived
from tools used during an earlier exploratory phase of the CODES
project, where methods were piloted and pretested. Each FGD dis-
cussion was assigned a note-taker and a moderator. Each FGD
lasted between 45 and 90 min. On a daily basis, data collectors had
debriefing meetings with field supervisors to review progress, make
adjustments if necessary and plan for the next day. FGDs were con-
vened in facilities available for public use, for example, church
buildings, classrooms, health facilities or sometimes under trees. The
main consideration when selecting a venue was presence of minimal
distractors. Data collection in each district took a total of 6 days.

All the FGDs were tape-recorded, translated and transcribed to
text verbatim by the data collectors from the language in which they
were conducted into English. The transcripts were later typed into
MS Word and reviewed by the research team to ensure that issues
and questions of interest were discussed and captured. Having read
through the transcripts, there were certain instances in which prob-
ing within FGDs was deemed to have been insufficient. In such
cases, data collectors returned to the field to conduct new FGDs.

Coding and analysis

Transcripts were coded and analysed using content analysis by
the authors from Advocates Coalition for Development and
Environment, with the help of a data analysis guide that was de-
veloped to ensure consistency in coding. The implementation team
used Atlas.ti to create query reports of major themes within each
district’s data set, discussing and conferring with each other period-
ically to ensure inter-coder reliability and cross-district continuity.
Manual analysis was undertaken of a specific key question within
the transcript that asked focus groups to list their five greatest bar-
riers to seeking services. The question was worded as follows: ‘As a
group, I'd like you to rank the five biggest challenges that parents
and caretakers face in your community when they try and seek
health care for their children. These should be the top five things
that may cause some parents to delay taking their children for treat-
ment’. While we initially intended respondents to provide a ranking
of barriers based on a 5-point scale, a number of FGDs grouped
them without the ranking. Because of this, all findings have been
represented without regard for internal ranking.

We used content analysis to locate and interpret patterns in focus
group responses, with special attention paid to geographical dis-
tance and the kinds of efficiency-related barriers (specifically con-
cerning facility management and administration) that were
identified by the Government of Uganda in its Second National
Health Policy and National Development Plan. Once the data were
grouped by themes, we counted the frequency of codes, not to make
statistical inferences or generalize the frequencies to a larger
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population, but to uncover patterns in the data (Downe-Wamboldt
1992; Cavanagh 1997; Hsieh and Shannon 2005; Vaismoradi et al.
2013). We were especially interested in uncovering whether any pat-
terns were associated with a focus group’s proximity to the nearest
public facility. We also identified commonalities, variations and dis-
agreements across the FGDs, with illustrative quotes from partici-
pants used to foreground their voices.

Ethical considerations

Ethical clearance was obtained from the Uganda National Council for
Science and Technology (UNCST-5S-2548) to conduct this study.
Verbal informed consent was also obtained from study participants.
Confidentiality safeguards were fully explained, and participants were
informed about risks to their participation, that participation was vol-
untary, confidential, and that they could freely withdraw their partici-
pation at anytime during the interview or discussion.

Findings

Of the caretakers who participated in the study, approximately 74%
had attended some primary school, while 15% had attended some
secondary school. Seven percent had no formal education, while as
many as 90% were subsistence farmers whose livelihood came
through tilling the land or keeping livestock.

Caretakers mentioned numerous barriers that inhibit their ability
to seek services for children under five, including a lack of drugs at
facilities due to regular stock-outs; long wait times, even for patients
in critical condition; a lack of money for transport, especially among
patients who lived considerable distances from the nearest facility; in-
adequate or non-existent roads (which can delay access); unpredict-
able hours of operation at facilities; health workers who were
unprofessional or verbally abusive to patients; general poverty on the
part of caretakers; and a lack of knowledge about important health-
related issues. While certain illnesses came with their own set of chal-
lenges (not having bed nets to protect against malaria, for instance),
almost all challenges were mentioned in non-disease-specific contexts.

When asked to list their five greatest barriers to seeking healthcare
on behalf of children under five, the study’s 36 focus groups came up
with a combined total of 177 reported barriers. We ultimately
grouped these barriers into four thematic categories: (1) geographical
access barriers; (2) facility commodities, staffing, and infrastructural
barriers; (3) facility management and administration barriers; and (4)
household barriers related to financial circumstances, domestic con-
flicts with male partners, or a stated lack of knowledge about health-
related issues. We also grouped findings based on the distance of focus
group participants to the nearest public facility.

Of the total number of barriers mentioned (177), over one-third
concerned poor or inadequate facility supplies, staffing, and infra-
structure (64), while geographical access barriers comprised slightly
more than one-quarter of all barriers (53). By contrast, focus groups
mentioned barriers related to facility management and administra-
tion only 28 times, or less than half as often as they mentioned those
related to supplies, staffing and infrastructure. Focus groups men-
tioned household barriers 32 times.

Geographical access barriers

Within these thematic categories, our research team wanted to
know the types of barriers identified by focus groups at various dis-
tances from the nearest public health facility. Perhaps unsurpris-
ingly, focus groups located in villages Skm or further from the
nearest public health facility mentioned more geographical barriers

than those who lived nearer. Of the total number of geographical-
access barriers mentioned by all focus groups in the study, 40 out of
53 came from focus groups located 5 km or more from the nearest
facility. The kinds of barriers mentioned by different focus groups
were similar in nature. Participants talked about physical distances
to facilities, a lack of affordable transport, poor roads that were
sometimes impassable during rainy seasons, and the nature of the
geographical terrain (which was especially problematic for groups
located in hilly regions or on islands). As one participant in the
8-10 km cohort said:

“If the distance [to the facility] was walk-able, then transport
money would not be an issue.”

The focus group to which this caretaker belonged ultimately
included both ‘long distance’ and ‘lack of transport money’ among
their top-five barriers to seeking care. Another participant from a
village 5-7km from the nearest health facility noted the ways in
which distance sometimes forced caretakers to completely opt out of
facility-based care:

“The distance is long. The child may even die on the way, so I go
to a traditional berbalist.”

In this case, the caretaker was drawn to the herbalist because of
the long distance to the health facility, although dualistic healthcare
seeking is common in Uganda (Konde-Lule et al. 2006).

Facility commodities, staffing, and infrastructural
barriers

Barriers related to inadequate facility commodities, staffing, and infra-
structure were the most common challenges mentioned by focus
groups. As noted in Table 3, this category typically included com-
plaints about drug stock-outs and staffing shortages, along with some
complaints about inadequate space within facilities for health workers
to provide necessary services. When we examined the distribution of
barriers mentioned according to each focus group’s proximity to the
nearest public health facility, the three groups were similar. Of the 64
barriers mentioned that were related to commodities, staffing, or in-
frastructure, 22 were mentioned by focus groups between 3 and 5 km
from the nearest health facility; 22 were mentioned by groups between
5 and 7km; and 20 were mentioned by those between 8 and 10 km.
One participant from a community located 3-5 km from the nearest
public facility described the nearby hospital’s problems with insuffi-
cient numbers of health workers as follows:

“The other problem is when we go to the main hospital in
Bugiri, you find that the health workers really work but are very
few [in number]. You find a health worker who has slept at the
health centre, and it is just at 10 am that she gets someone to re-
place her. The patients are also very many in number, and you
find that she has worked all night without resting, so when you
find her tired, you also put all your anger on her, saying she
hasn’t belped. But these health workers care about the patients.
If you get there when you find them worn out, you think that
they don’t care. At the reception desk on Mondays, you might
find only one clinic officer [on duty] who must attend to many
patients. He writes without end. Even the examiner he refers you
to is not enough because there are so many patients. You explain
to him five diseases and he will only write three diseases. So you
find that the health workers are few and the patients are very
many, which is why if they have put aside drugs for a week, they
run out fast. If you want proof that the number of patients are
really many, try going to Bugiri Hospital on Monday or Tuesday.
You won’t want to go back there.”
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Table 1. Number of focus groups, by distance to nearest facility

3-5km from 5-7km from 8-10km from Total number of
nearest facility nearest facility nearest facility focus groups

Focus groups per district 1 1 1 3
Focus groups within study (12 districts) 12 12 12 36
Table 2. Demographics of participants
Demographics Focus group Focus group Focus group Total

cohort: 35 km cohort: 5-7 km cohort: 8-10 km

from nearest from nearest from nearest

facility facility facility
Age 120 119 118 357
15-24 32 29 18 79
25-34 55 55 69 179
35-44 25 25 20 70
45+ 7 8 11 26
Age not given 1 2 0 3
Average number of living 4 4.5 4.3 -

children per woman

Education 120 119 118 357
None 7 7 10 24
Primary 87 89 89 265
Secondary 21 17 18 56
Tertiary 0 0 0 0
Education not given 5 6 1 12
Occupation 120 119 118 357
Farming 109 111 103 323
Housewife 6 3 4 13
Commerce/Trade 3 2 10 15
Other 2 3 1 6

Table 3. Themes that emerged among caretakers

Category

Barriers mentioned by caretakers

Geographical access

Facility commodities, staffing, and infrastructure

Facility management and administration

Household barriers

Barriers mentioned: Transport costs to facility; poor road infrastructure; inaccessible/difficult

terrain

Example: "Health facilities are far away from this village, which makes it difficult to seek health
services. As a result, we buy medicine from the nearby drug shops." (8-10 km cohort)

Barriers mentioned: Drug stock-outs; health worker understaffing; inadequate training among
health workers; poor or insufficient facility infrastructure

Example: "The government facilities have no tablets to give our children. When we go there,
they write for you the prescription and tell you to go and buy it from the drug shop, yet you
have no money. But the time we take our children to the public facility, it means we have no

money to buy drugs." (35 km cohort)

Barriers mentioned: Poor conduct and professionalism among health workers; frequent tardiness
and absenteeism among health workers; the solicitation of illegal fees by health workers; poor

triaging/queue management within facilities

Example: "Harsh treatment by health workers prevents some of us from seeking treatment.
Those nurses are so rude to us. Sometimes, instead of telling us in a humble way to go and buy
drugs from the drug shop, they just toss aside your [medical records] book." (57 km cohort)

Barriers mentioned: ‘Poverty’ and other financial barriers, which impact not only direct con-
sumer costs (like the affordability of drugs at private clinics), but indirect consumer costs (like
the time spent away from work when seeking care at a facility); conflicts between spouses or a

lack of support from male partners; lack of knowledge about health-related issues; caretaker
preferences for particular services and providers (for instance, a personal preference for a par-
ticular provider, clinic, or drug to treat a given ailment)

Example: "My husband simply says, ‘take the child to the health facility.” He is difficult. He sends
you to the health facility, but he does not care. He sends you to the health facility but does not

facilitate you with any money." (8-10 km cohort)
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The final refrain is worth noting. Insufficiently staffed (or
stocked) facilities appear to cause some caretakers to at least con-
sider opting out of future care-seeking at certain locations. It is
worth noting, too, that despite the fact that focus groups at different
distances from the nearest public health facility mentioned these
kinds of barriers at similar frequencies, caretakers in different lo-
cales may make vastly different choices in response to these barriers.
For example, someone who lives relatively close to a health facility
may complain about stock-outs but will nevertheless be able to
travel to the facility to verify those perceptions at a cost that is prob-
ably less than what someone who lives further away will have to
pay. As a respondent in the 3—-5 km cohort said:

“For me, I always start with Apoi Health Centre, but sometimes
when you go there you find that there are no machines to test our
child. Then 1 end up going to the clinic. Most times when my
child gets sick, I don’t have enough money, but they always treat
the child on credit and I pay later.”

By contrast, caretakers who live further away may opt out alto-
gether from secking care at the facility rather than spend the time
and money needed to travel to a facility that may not have the re-
sources available to treat them. As one caretaker who lived 5-7 km
from her nearest public facility said:

“Sometimes there are no drugs at the public facility. That’s why 1
do not waste my time. I go straight to the bush and collect herbs,
cook them, and give them to the sick child.”

Among some caretakers, the perceived lack of supplies at certain
facilities appears to contribute to self-diagnosis or the use of herbal
treatments.

Facility management and administration barriers
Perhaps one of the more interesting findings came from the distribu-
tion of barriers related to facility management and administration.
As noted in Table 3, this category typically included barriers related
to health worker professionalism, timeliness (specifically, com-
plaints about tardiness and absenteeism), the solicitation of illegal
fees, and poor triaging and queue management, especially concern-
ing children believed to be very sick. When grouped by focus group
proximity to the nearest public facility, we found that groups closest
to the facility mentioned managerial or administrative barriers twice
as often as those who lived further away. Of the 28 barriers men-
tioned that were related to facility management and administration,
16 were mentioned by focus groups between 3 and 5km from the
nearest health facility, while 7 were mentioned by groups between 5
and 7 km, and 5 were mentioned by those between 8 and 10 km.
Complaints about health worker misconduct were mentioned by
focus groups in all three cohorts as a barrier to care-seeking.
Participants in one focus group located 3-5km from the nearest
public facility described instances of verbal abuse and threats on the
part of some health workers not to treat seriously ill children:

R1: You can take a child who is in a critical condition and they
try to show you that they don’t care. When they are busy in con-
versation, they do not want anybody to tell them that my child is
dying.

R7: They asked me: ‘Do you think that we have never seen chil-
dren dying? Let it die—the mortuary is open.”

R9: The same thing happened to me.

R3: They asked me: ‘Do you think that when your child dies 1

will not get my salary? Or will my salary be reduced because
your child has died?’

Caretakers who have been on the receiving end of abusive treat-
ment by health workers may understandably delay or completely
avoid seeking care at the facility where they experienced the maltreat-
ment. Concerning the solicitation of illegal fees, or bribes, by health
workers, another focus group in the 3-5 km cohort had this to say:

Moderator: If health workers request money, how much would it
be?

R9: Like 10,000 shillings [approximately US$3.00].

R7: Even 5,000 shillings would work for you.

Moderator: What if I go with a coin of 500 shillings—what
happens?

All: [Laughing] No, no . .. they will not attend to you.

This last quote highlights the embedded costs within care-seeking at
purportedly ‘free’ health facilities. For those caretakers who have to fac-
tor in transport expenses on top of the payment of illegal fees, the costs
of receiving care at public facilities may end up prohibitively expensive.

Household barriers

Focus groups in all types of communities tended to mention house-
hold barriers such as financial circumstances, domestic conflicts, or
a stated lack of knowledge about health-related issues less frequently
than they mentioned barriers related to geographical access or facil-
ity commodities, staffing, and infrastructure. However, financial
barriers — which were the most commonly mentioned barrier within
this last category — arguably undergirded many of the other chal-
lenges articulated by focus groups throughout the study, from chal-
lenges related to affordable transport to challenges related to drug
stock-outs and the solicitation of illegal fees among health workers.
When financial barriers were not explicitly mentioned in conjunc-
tion with another barrier (such as transport), we grouped them
under the theme of household barriers. The most common financial
barriers mentioned were ‘poverty’ and ‘lack of money’.

Household barriers were most commonly mentioned among focus
groups in the 8-10km cohort. In addition to financial barriers, focus
groups mentioned problems with husbands and male partners (such
as a lack of support in caring for sick children, misunderstandings be-
tween spouses, inebriation, and domestic violence). A few focus
groups also complained about a lack of knowledge of health-related
issues (which can inhibit proper care-seeking and prevention). On the
subject of poverty and money, one participant described the partial
treatments that some caretakers pursue when they do not have doc-
tor-prescribed medication to give to sick children:

“For us in the village, we are our own doctors. We treat ourselves
and we are the ones that tell the drug shop attendants what to do. If
I have my 200 shillings, Ill tell her [drug shop attendant] to give me
medicine for 200 shillings, or 500 shillings, or 1,000 shillings, but
she can give you a clue as to how much the dose costs. Say full treat-
ment costs 15,000 shillings and you tell her that you have only 500
shillings. As a business person, she will sell them to you and there
are those who are lucky and get cured by such doses.”

While administering partial doses is a choice for some caretakers,
other focus groups discussed turning towards herbal medicine, some-
times when husbands or male partners were unable to provide money
for treatment.

With some husbands, when asked for money for medication,
their response is, ‘we don’t have money.” So this forces us to go
and borrow money from our relatives or friends, or use herbs.
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Discussion

A degree of overlap exists within each of the four thematic categories
used within this study. Problems related to geographical access, for in-
stance, were often a function of both economic circumstances (Peters
et al. 2008; Levesque et al. 2013) and the number and placement of
health facilities in a given area. This has been found in other studies as
well (Ensor and Cooper 2004). Similarly, geographical access appears
to have an impact on the ways in which barriers related to facility
commodities, staffing, and infrastructure are experienced (Penchansky
and Thomas 1981), with those caretakers who reside nearest to a fa-
cility able to at least investigate whether the facility has the staffing or
drugs needed to adequately treat an ailing child. Likewise, the chal-
lenge of household barriers (frequently financial among respondents)
may render some caretakers more vulnerable to neglect or unprofes-
sional conduct among poorly managed health workers. Illustrations
of inefficiency and the corruption of duty-bearers at health facilities
abound in our study findings and elsewhere (Ensor 2004 and Lewis
2006). And, as illustrated by at least one respondent, a lack of money
affects the ability of some caretakers to purchase complete doses to
treat ailing children, which in turn could contribute to drug resistance
in certain areas (Global Antibiotic Resistance Partnership — Tanzania
Working Group 2015). Yet, despite these various interlinkages, we
nevertheless find the four themes conceptually useful as a way to bet-
ter understand the relative significance that caretakers placed on dif-
ferent kinds of barriers to care, particularly when findings were
grouped by focus group distance to facility.

While some of the findings that emerged from this study were
anticipated (e.g., that barriers related to geographical access would
be mentioned more often by caretakers who lived further away from
health facilities), other findings revealed some unexpected patterns.
Of particular note was the pattern of responses related to facility
management and administration. The fact that such challenges were
mentioned twice as often by those who lived closest to health facili-
ties suggests that such barriers may be relatively more significant to
caretakers who have less costly, and thus less prohibitive, distance-
related expenditures. Whether (and under what conditions) poor fa-
cility management and administration becomes an actual deterrent
to seeking care — regardless of a caretaker’s relative distance to the
nearest facility — is a topic for further research.

From an efficiency point of view, strengthening facility manage-
ment and administration is of vital importance. Improving the per-
formance of front-line health workers — from absenteeism and
tardiness, to poor customer care, to inadequate triaging — is akin to
picking low-hanging fruit in terms of health systems expenditure, at
least relative to the more costly imperatives of increasing drug stocks
or building (and staffing) more health facilities throughout the coun-
tryside. The effects of poor facility management can sometimes be
identified by patients who seek care at poorly run facilities, which
may be why such barriers are prime targets for social accountability
initiatives that seek to apply upward pressure on government sys-
tems to improve service delivery — the so-called ‘short-route’ to ac-
countability described in the World Bank’s 2004 World
Development Report. Superficially, at least, improving facility man-
agement and administration may not require the kind of investment
needed to alleviate more costly material barriers to care, although
the root causes of such problems can make certain problems more
intractable than they first appear. If health worker salaries are
delayed for months on end, for instance — which has been a problem
in Uganda over the years (Kyaddondo and Whyte 2003; Lubulwa
and Aliga 2014)-health unit administrators may have difficulty rep-
rimanding health workers for tardiness and absenteeism.

Indeed, while initiatives that focus on improving the performance
of front-line civil servants have yielded mixed results in different sec-
tors and locales (Gaventa and Barrett, 2012; Devarajan et al. 2013;
Gaventa and Mcgee 2013; Mansuri and Rao 2013; Fox 2015 ),
in Uganda, at least, one particular study has suggested that game-
changing improvements to health sector service delivery can, in
fact, be wrought through reductions in barriers related to facility
management and administration. An earlier study by Bjorkman and
Svensson (2009) documented improvements in health outcomes
(from greater utilization of outpatient services to reductions in
under-five mortality) through a community-based monitoring
approach that sought to strengthen health worker performance and
customer care. The intervention involved individuals within a §km
catchment area of health centre Ills and used monitoring devices such
as suggestion boxes, numbered waiting cards, posters informing pa-
tients about free services, and revitalized voluntary oversight
committees.

It is difficult to tell whether (and to what extent) the improve-
ments in health outcomes that Bjorkman and Svensson reported
were a result of better service delivery or increased service utilization
(Devarajan et al. 2013). One of the study’s assumptions appears to
be that the monitoring devices available within facilities were used
to full effect by facility administrators, and that health workers were
somehow shamed into improving customer care in the aftermath of
the intervention (Bjorkman-Nyqvist et al. 2014). Yet, regardless of
the ultimate mechanisms that contributed to the reported results of
the study, the catchment area from which the project was drawn
(within Skm of the nearest health centre III) suggests that those
caretakers who were targeted were ones for whom geographical ac-
cess was less problematic. This raises an obvious but important
point about issues of equity in these kinds of initiatives — issues that
are reinforced by the findings from our own study. While
strengthening facility management and administration is both crit-
ical and necessary to improving service delivery in countries like
Uganda, it should be done while recognizing that alleviating such
barriers may not, in themselves, address what many caretakers de-
scribe as their greatest challenges to care-seeking, especially those
caretakers who are geographically harder to reach — and by exten-
sion, whose children often face an increased risk of mortality
(Victora et al. 2000). In light of calls for greater equity in child-
survival programming (Mulholland et al. 2008), remembering this
point is vital for policymakers and donors alike.

Limitations
Within our study, caretakers appeared more inclined to focus on
supply-side barriers than demand-side barriers. This may be an ac-
curate reflection of the barriers they face or it may be due to an in-
clination to focus on external challenges rather than those at the
household or individual level (assuming that people are always able
and willing to identify such challenges). It may also be due to the
way in which our initial question was asked, which prompted re-
spondents to focus on barriers to seeking services on behalf of chil-
dren in need of treatment. Had we asked about the broader
challenges that caretakers face in maintaining good health, some of
our answers would have likely been different (Rifkin 2009).
Additionally, the use of focus groups to gather this kind of data
poses some challenges. Focus groups can be useful insofar as they
allow respondents to discuss and debate the nuances of various
issues, some of which might not have occurred to individuals if they
were interviewed or surveyed alone. But group settings also create
the opportunity for some voices to dominate others, despite the best
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efforts of experienced moderators. It may have been the case that
the top barriers to care that each group developed do not reflect the
individual challenges of all participants. Similarly, while we had
planned to have all focus groups rank their top five greatest barriers
to seeking services, several of our groups gave us their top five bar-
riers without ranking them from one to five. Because of this, we
treated each of the barriers given as equally significant, although
that may not have been the case for all groups.

Additionally, while the qualitative method used allowed us to
identify patterns in data, we cannot make population-wide infer-
ences based on these findings. At the very least, the research suggests
a direction for further inquiry.

Conclusions

The decision to seek care at health facilities is a complex process of
negotiating any number of supply- and demand-side barriers.
Understanding how people identify and weigh their own challenges
is important not only as a way to better understand which barriers
have potentially formidable implications from the perspective of
users, but also as a way for national planners and donors to set pri-
orities. While some types of barriers may be more cost-effective to
address, other considerations must come into play, as well — espe-
cially when considering ways to prioritize interventions so that re-
ductions in overall mortality minimize the possibility of
exacerbating inequity, leaving those children who are hardest to
reach even further behind (Victora et al. 2000). Tangentially, our
findings also suggest avenues for future research that examines the
challenges and potential outcomes of social accountability initiatives
that target caretakers for whom geographical access is an outsized
challenge.
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