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Abstract

Introducing newborn screening (NBS) services for sickle cell disease (SCD) in Africa has been proven to be one of the most cost-
effective approach to reducing morbidity and mortality associated with this condition. In view of this evidence, efforts have been
made by countries in Africa where SCD prevalence is high to pilot NBS programmes and to strengthen comprehensive care
services for SCD. While it is important to reap the benefits of NBS for SCD in Africa in terms of overall quantitative measures, it
is also important to understand how certain social and cultural conditions may disproportionately influence the outcomes of
screening for some groups. The aim of this study was to analyse the role of gender norms before and after NBS for SCD in
Tanzania, and to assess how they influence the quality of care of diagnosed children. Using qualitative methods, we did in-depth
interviews with families of children with SCD identified through the NBS services and focus group sessions with nurses working
in neonatal and postnatal sections of regional referral hospitals in Dar es Salaam. By analysing the experiences of both the
families and nurses, we were able to provide evidence on, firstly, the gendered relations that undergird childcare and, secondly,
how those relations influence the quality of care the child may potentially receive. The results emphasize the importance of
studying the social implications of SCD in Africa, especially with regard to improving the quality of care for patients with SCD in
the region. We propose simple interventions, including gender-conscious health education and genetic counselling, which can
help to improve the community understanding of genetic diseases while also reducing gender-related inequalities related to SCD
care in Africa.
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Introduction

SCD is one of the most common genetic conditions in Africa.

Julie Makani and Michael Parker contributed equally to this work. Ofthe 300,000 births of children born with SCD globally each
year, 75% are in Africa, making it the most-affected region
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efforts have been made by countries in Africa where SCD
prevalence is high to pilot NBS programmes and to strengthen
comprehensive care services for SCD (Ohene-Frempong et al.
2008; Tshilolo et al. 2008; Odunvbun et al. 2008; Mcgann
et al. 2013; Tubman et al. 2016; Green et al. 2016; Kuznik
et al. 2016; Nkya et al. 2019).

Tanzania is among the countries with the highest birth rates
of children with SCD in Africa (Makani et al. 2011). In 2015,
following the successes of NBS programmes in other African
countries, the first pilot NBS project was started with the in-
tention of assessing the feasibility of implementing NBS for
SCD in Tanzania (Nkya et al. 2019). Since then, there has
been significant progress in integrating NBS and comprehen-
sive care services for SCD into the existing public healthcare
infrastructure (Tluway and Makani 2017). While it is impor-
tant to harness the benefits of NBS for SCD in Tanzania and
Africa in general, it is also important to understand how social
and cultural constructs may disproportionately impede the
success of SCD interventions in particular ways in different
settings (Okwi et al. 2009; McGann et al. 2015; Wittenbrink
2016; Green et al. 2016; Brown 2012; Galadanci et al. 2014;
Mukinayi et al. 2018). Evidence in countries like Brazil,
where prevalence of SCD is high, suggest that despite the
availability of NBS and comprehensive care for SCD, mortal-
ity and morbidity trends were still high (Sabarense et al. 2015;
Lima et al. 2014). Poor outcomes were linked to low public
knowledge of the disease, as well as economic and social
factors (McGann et al. 2015). The factors outlined by
McGann et al. also resonate in many parts of Africa.
Therefore, as Tanzania moves to expand its NBS and compre-
hensive SCD care services, it is important to consider the
specific ways in which social, political and economic factors
shape the implementation of health interventions.

To this end, this article specifically unpacks the connec-
tions between socially constructed gender roles and norms in
Tanzania, and the implementation of new NBS programming.
We add to a body of sociological and qualitative literature
which demonstrates the systemic vulnerabilities that women
face in SCD care. For example, qualitative studies have shown
that, in some communities in Africa where the prevalence of
SCD is high, the disease is believed to originate solely on the
side of mothers (de Vries et al. 2020; Daak et al. 2016; Dennis-
Antwi et al. 2011; Green et al. 2016; Marsh et al. 2011;
Mubyazi and Njunwa 2011; Mukinayi et al. 2018; Nzewi
2001). The gendering of sickle cell inheritance, and the blame
placed on mothers alone, contributes to a problematic stigma-
tization of mothers raising children with the condition (Marsh
et al. 2011; Fullwiley 2006). This can negatively impact mar-
riage and family relationships and, in the most extreme cases,
can contribute to many fathers’ decision to leave women alone
to bear the entire burden of caring for the child (Dennis-Antwi
et al. 2011; Marsh et al. 2011). Studies done elsewhere have
also shown how the social and psychological burden of care
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for a child with SCD often falls disproportionately on mothers
(Marsh et al. 2011; Evans et al. 1988; Craft-Rosenberg et al.
2012; Mitchell et al. 2007; Neilsen 2013; Wittenbrink 2016;
Olwit et al. 2018; Aiko Bruce et al. 2018; Green et al. 2016).
This literature collectively emphasizes the need to focus spe-
cifically on the intersecting vulnerabilities of gender and SCD
in Africa.

Our study emerges at this intersection, aiming to increase
the body of knowledge around SCD, gendered narratives and
the potential effects of gender norms on the quality of care of
diagnosed children, before and after NBS for SCD in
Tanzania.

Methodology
Study setting

This study was implemented in Dar es Salaam region in
Tanzania where both pilot NBS for SCD programmes of
2015/2016 and 2017/2018 were implemented. The 2015/
2016 project was implemented in Temeke regional hospital
and Muhimbili National Hospital. The programme that started
in 2017 was implemented in Temeke regional hospital with
plans to expand in Amana and Mwananyamala hospitals.
Figure 1 provides context of the three regions in
Dar es Salaam and the geographical distribution of registered
SCD patients between 2004 and 2009 in the region (Makani
etal. 2011).

Study population and enrolment

Participants for this study were families of children with SCD
identified through the NBS programme and nurses working in
postnatal and neonatal sections in regional and district hospi-
tals in Dar es Salaam (Nkya et al. 2019). Parents and other
caretakers (e.g. grandparents, adult siblings or other extended
kin) were recruited by phone and during clinic visits in the
Paediatric Sickle Cell Clinic in Temeke District Referral
Hospital. In total, 47 children were found to have SCD from
the pilot screening programmes between October 2015 and
March 2019. Out of this total, 27 families were randomly
selected and invited to participate in this study, but only 15
families participated. Reasons for non-participation are as fol-
lows: 2 mothers could not participate because their children
died, 1 mother moved to another city, 5 families were not
reachable, 1 mother agreed to participate but did not show
up for the interview, 1 mother was sick, 2 families denied
having children with SCD when contacted. Figure 2 summa-
rizes the enrolment process for families. We also enrolled 14
nurses working in postnatal and neonatal sections of three
regional referral hospitals in Dar es Salaam. Enrolled nurses
were from postnatal and neonatal sections because nurses in
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Fig. 1 A map of Dar es Salaam
regions showing geographical
distribution of SCD patient in the
region between 2004 and 2009,
extracted from Makani et al. 2011
(Mortality in Sickle Cell Anemia
in Africa: A prospective cohost
study)
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programmes. The aim of engaging with healthcare workers

was to understand their experiences of working with sickle  In-depth interviews (IDIs) and focus group interviews (FGIs)
cell patients and their families, and especially their perspec-  were used as data collection methods. All interviews were

tives on the place of gendered roles in sickle cell care.

Fig. 2 Enrolment process of
families
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recorded. Duration of the interviews were between 45 and 60
min. Guides were used to structure both the group discussions
with nurses and in-depth interviews with families, but neither
discussions nor interviews were strictly limited to the content
of the guides.

In-depth interviews/focus group interviews

In-depth interviews (13) and focus group interviews (1) were
conducted with families whose children were diagnosed with
SCD through the NBS programme between 2015 and 2019.
After the first and only focus group interviews with three
mothers (P4, P14, P15), the research team decided the method
was not practical to collect meaningful data and therefore in-
depth interviews became the main method used to collect
information from the mothers. Three out of the 13 IDIs con-
ducted with families were conducted with two interlocutors
together—P5, P6, P13. The interviews labelled P5 and P6
were with couples, and P13 was with a mother and grand-
mother of the child together. The two interviews with couples
(P5 and P6) were the only interviews for this study that in-
cluded fathers. The remaining interviews were done with only
mothers. The interlocutor from the in-depth interview labelled
P4 was also a participant in the initial focus group interview.
Out of the 15 mothers, three (P1, P3, P4) have older children
with SCD, and two of the mothers who participated in the FGI
were first-time parents (P14, P15). Participants came from
varying domestic relationships: some were mothers who still
live with the fathers of their children, some were separated
from the children’s fathers at the time of the interview, and
others were other extended kin (such as grandparents) who
were caring for the child in lieu of, or alongside, parents.
During the interviews, we were interested in understanding
who the mothers rely on for support and what source of sup-
port they receive from the child’s father and other family
members. Summary of the enrolment flow chart for the IDIs
and FGls is described in Fig. 2.

Focus group discussions with nurses

Four FGDs were conducted with nurses working in postnatal
and neonatal units of three regional hospitals in Dar es Salaam
region. In the pilot NBS for SCD programmes at Temeke and
Amana Hospitals, interviews were done in postnatal and neo-
natal sections respectively. At Mwananyamala hospital, inter-
views were done with nurses from both postnatal and neonatal
sections. The discussions with the nurses were done in hospi-
tal settings and at times the number of participants fluctuated
from three to five with some nurses leaving and joining as they
became available. Using FGD guide, we requested nurses to
describe scenarios that they have encountered gender-related
issues. Nurses who participated have more than 2 years of
experience working in the hospitals and also in either
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postnatal or neonatal section. Summary of the enrolment pro-
cess is described in Fig. 3.

Data management and analysis

The interviews were digitally recorded and transcribed
verbatim. The audio files and Word versions of the tran-
scriptions were filed in project folders on an encrypted
laptop. The transcriptions were cleaned and prepared for
analysis. Thematic content analysis was used to guide
data analysis in this study as described elsewhere
(Treadwell et al. 2017). The analysis started with a read-
ing of the transcriptions and listening to the audio records.
The initial translations from Kiswahili to English were
done randomly for only five transcripts (FGI with families
and IDIs number one to four) to allow more people to be
involved in the analysis stage. DB started coding the five
transcripts in English and used the transcripts to develop a
codebook. The coding process was determined by the
main research aim: to understand the experiences of fam-
ilies and nurses related to the gendered aspects of
childcare before and after a newborn tests positive for
SCD. After the initial coding, parts of two transcripts
were anonymized and coded with a group of eight mem-
bers. The input from the group was used to further inform
the development of the codebook (DeCuir-Gunby et al.
2011). The codebook was then used to code the remaining
transcripts. When new issues came up from other tran-
scripts, a new code was added to best represent the quo-
tation. The process of analysing, interpreting and
connecting the meanings of the different codes was done
manually through iterative process until no new informa-
tion emerge from the transcripts (DeCuir-Gunby et al.
2011). Related codes were grouped into similar thematic
groups. Further translation into English was only neces-
sary for the quotations included in this paper.

Results

The themes emerging from the in-depth interviews and
group interviews were grouped into six main themes: (1)
ways in which a father or husband was considered to be
supportive to the mother; (2) ways in which mothers relied
on support from other family members; (3) ways in which
socio-cultural norms exacerbated vulnerabilities of the
mothers; (4) ways in which healthcare provision reinforced
the existing gender vulnerabilities; (5) ways that healthcare
professionals could work with families to reduce the bur-
den of vulnerabilities to the mothers; (6) potential conse-
quences if mothers were left without support.
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Fig. 3 Enrolment process of
nurses
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Total of 14 Nurses participated in the study

Ways in which a father or husband was considered to
be supportive to the mother

Support through understanding and caring for the child (or
children)

In interviews, mothers expressed several ways that they
thought their partners were supportive. Some mothers
expressed support and understanding from their partners from
the beginning when provided with the test results for SCD:

...My husband prepared me for a long time before break-
ing the news [that the newborn child has SCD], and [ am
thankful that the results were given to him first. He [the
husband] told me to be strong because another child has
SCD as well [older children who are twins had SCD], so
I got myself together and started attending clinics. (P1)

In other cases, mothers reported support from partners to
help with the sick child, especially for families with older
children who have SCD. In one particular family (P4), an
older child with SCD was sick and had to be hospitalized
and the mother has a newborn baby who has SCD too. The
father stayed in the hospital with the older child while the
mother went back home to take care of the newborn baby.

... His dad [her husband] will have to come back from
work and stay with him [the older child] in the hospital,
and I will have to go back home with the baby. (P4).

Support and understanding if the father has a family member
with SCD

Most of the participating mothers who described their partners
as supportive and understanding also mentioned that their

partners had family members with SCD. The impact of a part-
ner’s experience with SCD in their extended family is exem-
plified by the quotations below from two mothers, P2 and P1:

I am so grateful that my husband is very supportive of
our child. He is treating him like all the other children,
also [mother remembered something], when he heard
that our child has SCD, he asked his mother if there
has been a family member with the disease in their
own family, and his mother told him yes, and he [the
husband] told her [his mother], the problem [the disease]
has now entered in my family and I can’t do anything
about it. (P2)

P1 was specifically asked why she thinks her husband is
very supportive. This was her response:

He [the husband] is supportive because he knows the
problem is in his family [finish with emphasis]. His
sister has the same disease, she is always sick but both
her children do not have the disease, but they [her chil-
dren] have inherited this disease through her brother
[who is her husband], so the problem is on his side!!
(P1)

Financial support through providing for the healthcare costs

Unsurprisingly, fathers or husbands were also considered sup-
portive when they contributed to the healthcare-related costs.
This may be through providing the bus fare to the clinics,
paying for the healthcare costs or buying health insurance.

As I have told you [interviewer], if he [father of the

child] knows we need bus fare or maybe the child has
flu or fever, he will give us money to buy medicines. . .if
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we told him we don’t have folic acid or Pen v
[Penicillin], he will give us money to buy the drugs.
I’'m so thankful to God and that’s how we live. (P9)

An interview with P5 shows in what ways fathers can be
counted on by their partners despite not being able to come to
the clinics:

He can’t come to clinics because of work responsibili-
ties, but for us to attend clinics he is giving us money for
transport and food. And he knows with our hospital you
can’t just come and go so he must also give us money to
eat in the afternoon. (P5)

Fathers who are supportive but unavailable due to work
responsibilities

Some mothers acknowledge the limitations on how men can
be expected to be supportive, citing their time commitments
and work responsibilities. They divide the responsibilities of
familial care into the domestic, day-to-day labour and the need
for “feeding the family”:

It’s not like my husband is not willing to support me,
because there are other men who might say “don’t tell
me anything about your child, just deal with it yourself”
[complete abandonment], but there are men who will tell
you like this: “I really want to help you, but if I will stay
at home with you taking care of the child or going to the
clinics with you, that means you will not eat that day.
(P3)

Ways in which mothers relied on support from other family
members

Most of the mothers who were involved in this study have
described receiving support from close family members to
help in caring for the children. The support was more likely
if the family already had a history of SCD, especially in the
husbands’ families. Interestingly, all the support mentioned
were from other women, whether within the family or outside
the family.

When we asked P10 how she manages having a child with
sickle cell alongside two other young children, this was her
response: “If she’s sick and will have to be hospitalized, my
sister [the child’s aunt] will stay with her in the hospital, I will
have to stay at home with my little children but will go to the
hospital every day to bring them food” (P10).

A more detailed explanation was provided by P3, who she
is seeking support in the absence of the father.

@ Springer

There was this day when I came to the hospital with
my two kids. The older child was hospitalized and
his father was not around [he travelled]. When I got
to the hospital, I had to call one of my relatives [to
tell her] that I am here at the hospital and my son
has been hospitalized, please come and help me with
the other kid, and she came to the hospital to help
me out. (P3)

Since this mother had three other children besides the two
children with SCD, we were interested to know who is taking
care of the other three children at home if she is hospitalized.
Here was her follow-up response: “My fourteen-year-old
daughter will be at home cooking for the other kids and taking
care of the house” (P3).

During one of the interviews of a young mother of a child
with SCD and her mother (P13), we noticed that the grand-
mother was more active in responding than the mother. We
asked the mother why she was quiet and the grandmother
responded “She goes to work every day and I am the one
who lives with the child and is taking care of the child”. The
family did not want to comment on the father’s involvement in
supporting the child.

Ways in which own socio-cultural norms exacerbate
vulnerabilities of the mothers

Some of the experiences of the mothers seem to originate from
socio-cultural norms. The initial response from majority of the
fathers after receiving the news that the child has SCD was to
assume that the child got the disease from the mother. Some
issues raised by the families indicated stigma in the commu-
nities associated with the disease.

In the beginning, he said [the husband] you are the one
who has the problem, but this problem is not even in my
own family. Just a day before yesterday, when I was
educated that this may happen from both parents. I did
educate him and I think he has started to understand.
FGD with the mothers, P14

During the focus group discussion with nurses at Temeke
hospital, participants shared a similar concern:

In many families when the problem (SCD) happens,
women will be blamed and not the men, they will
think SCD is from the mother’s side and may even
decide to stay far away from the family and this is
because of the paternalistic societies we live in. You
will mostly see this happening to poor families and
not the middle or upper class families. Nurses FGD
(1) _Hospital (1)



J Community Genet (2021) 12:143-154

149

Ways in which healthcare provision reinforced the
existing gender vulnerabilities

During the interviews, we noted mothers were requested to
screen their newborn babies while in the postnatal ward and at
this point fathers were not involved. Except for one family,
fourteen mothers involved in this project received the results
themselves directly through telephone. Thereafter, they came
for the post-results counselling or health education session,
again most of them returning without their partners. During
the FGIs mothers were asked if, at any point during the NBS,
men were involved and if they felt it was important to involve
men in the decision-making. All three mothers said they felt
that there was no need to involve men. Later they were further
asked whether, looking back, they still thought men were not
supposed to be involved. Here are a few responses from the
mothers:

I think it would have been better if men were involved, I
just assumed that I will just tell him and he will be able
to understand, because everything was going very fast
and I didn’t think we needed to wait for his decision [the
fathers’ decision]. I also left his phone numbers, so we
were both waiting for the results together. FGD with the
mothers, P15

In one of the interviews with both parents (P6), the results
were given to the father first. In this couple, we noticed better
understanding and support from the father.

I receive a call from the doctor and was asked to come to
the hospital, at that time my wife was not in town, so I
came to see the doctor alone [without the baby]. There
were other families and we were educated about the
disease, but [ want to know more about this disease. (P6)

The example below comes from a mother whose husband
was in denial after being provided with the results. For this
couple, the education session helped the husband to under-
stand their joint role in genetic inheritance:

My husband was shocked [knowing that the child has
sickle cell] because we both [mother and father] don’t
have SCD, so where did the disease come from? But
when we came here [hospital] we were educated and
slowly started to understand. (P9)

During the FGDs with the nurses, we asked if they thought
men were supposed to be involved and how they could be
involved.

There is a need for both the mother and the father to be
involved, because for the child to get SCD will require

both parents to have the trait. Even in the screening
form, we request for the father’s number, but mostly
we educate the mothers who will go and tell the father.
Nurses FGD (3) _ Hospital (2)

Together, the above quotations suggest two points: (1) fam-
ilies benefit when both fathers and mothers are equally includ-
ed in the diagnosis and health education process and (2) since
equal inclusion is rare, mothers were left with the dual respon-
sibility of caring for the child and educating their partner.

Ways that healthcare professionals could work with
families to reduce the burden of vulnerabilities to the
mothers

Nurses had several suggestions for ways that the healthcare
system could potentially work to reduce the burden on
women. For example, in the discussions with nurses in the
neonatal section at hospital (2), a suggestion was made to start
providing health education on SCD at the antenatal clinics.
This is because most mothers come to the clinics with their
partners at least once during their antenatal visits.

Education reaches the men but very little and based on
how the women understand. From my experience, men
do come to the antenatal clinics although the number is
still very small. And for those who will come with their
partners they will be given first priority [assuming that
they have to go back to work], we can do the same in
sickle cell clinics, but I am sure the number of men will
still be very small. Nurses FGD (2) _ Hospital (2)

In the discussion with nurses at the hospital (3), one nurse
provided an example from her own experience in counselling
a family with albinism to come to terms with the child’s con-
dition. Nurses were optimistic that proper counselling and
education at the clinic would help to educate the men into
accepting the situation and to also provide support to the
mother in childcare.

I will give you an example, I once saw a child with a
genetic condition [albinism]. Both parents they never
knew someone in their own families who had albinism.
The mother was so shocked, how is she going to tell the
husband. When the father came to see the child, we
asked him to come in the office, we educated him that
the child with albinism is like any other child but will
need extra protection. When they left the hospital they
both accepted the situation and thought it was normal.
We can do the same with SCD, but as what the other
nurse has said, the education should start during the
antenatal section. Nurses FGD (4) _ Hospital (3)
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Potential consequences if mothers were left without
support

In the case of most mothers interviewed in this study, it was so
clear how much they are struggling with the burden of caring
for their child with sickle cell, as well as other children, along-
side other domestic responsibilities if left without support.
Even when available at home, men seem to leave the respon-
sibilities of caring for the children to the mothers. Even when
men are working, they do hesitate in financially supporting the
healthcare costs of the children. Only 2 of the 15 women
interviewed in this study were working mothers and therefore
the remaining 13 mothers were fully financially dependent on
their husbands or families.

But in most of the times, if I can be honest, for example,
a child may be sick at night and I will tell him that the
child is not feeling well, he is just going to tell me to take
the money and go to the hospital alone with the child.
(P3)

A similar concern was also raised during the discussion
with the nurses,

If you visit the sickle cell clinics you will find mothers
who are there struggling with the children, if you ask
them, some will say when the baby was born and started
to get sick so often, the father abandoned us. Those
cases are so many in sickle cell clinics. Nurses FGD
(2) _ Hospital (2)

Most of the mothers who were not working could not af-
ford to buy health insurance for the kids, when asked what the
response from the fathers or husbands is:

Now, I am pushing for the kids to have insurance, |
remind him all the time, but you know the problem with
men, it is until you push him so much before they agree
on anything, but not for them to decide on their own.
(P4)

Discussion

Findings from this study provided evidence of how parental
responsibilities in the care of SCD have been highly influ-
enced by gender. Previous studies have similarly focused on
domestic work, the gendered division of labour and the care of
chronically ill children (Doucet 2015). Research has shown
that the pre-existing role of mothers within the family, espe-
cially household responsibilities including taking care of the
children, continues even as care for a chronically ill child
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increases the demands on her labour (Hartmann 1981). The
research described here reinforces these conclusions; the pri-
mary responsibility of caring for a child with SCD in Tanzania
is largely understood as mothers’ responsibility.

These routine negotiations between different kinds of do-
mestic responsibilities and care suggest a need to pay attention
to the demands that SCD care places on the time and avail-
ability of caretakers, which in this case is the child’s mother.
This research specifically aims to understand how new mea-
sures to increase NBS in Africa could be better designed to
address gender inequities. Here we recognize that there are
particularities of both the healthcare setting and gendered re-
lations in Africa that add unique challenges to chronic care.
We wanted to understand how the quality of care for SCD in
Tanzania changes based on the dynamics of gender within a
household. This study cautions against the wholesale imple-
mentation of public health interventions used elsewhere with-
out careful analysis of the local specificities of gender rela-
tions and roles. Below, we focus our discussion of the results
around three points that have direct implications for the long-
term quality of SCD care: systemic vulnerabilities, support
provision and the role of the clinic.

Gendered layers of vulnerabilities

The vulnerability of the mothers in this study increased with
an increased burden of care. The burden became greater as the
number of children with SCD in the family also increased. As
SCD is a recessively inherited genetic disease, there are
chances of the family having another child with the disease.
The mother who was already burdened with the responsibili-
ties of caring for one child or more children with SCD is now
crippled with the additional burden of having a second child
with SCD. This is somewhat mitigated by the accumulation of
knowledge and experience managing the disease for other
children. But the time commitments of hospitalizations, clinic
visits and disruptions of daily life increase with each addition-
al child. This has implications for the available time a mother
can spend on other responsibilities, whether domestic or
otherwise.

These problems were to some extent compounded by the
fact that some families, informed by a socio-cultural belief
system, blame mothers for the inheritance of the sickle cell
gene. This blame is often reduced when the husband’s family
has a known history of having a family member with the
disease. In some families, this lay understanding of the origin
of the disease limits the support the mother may potentially
receive from the husband and his family—a finding that ech-
oes previous studies (e.g. Treadwell et al. 2015; Dennis-Antwi
et al. 2011; Marsh et al. 2011). However, for families where
men provide financial support for the healthcare-related costs,
children were more likely to access and afford the healthcare.
For other families in which men were less supportive, what
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women were able to achieve was limited by the fact that they
were not be able to afford the healthcare-related costs, which
exacerbates the different layers of vulnerabilities that the
mothers are already experiencing (Luna and Vanderpoel
2013).

To describe all of the ways in which women in Tanzania
could potentially be vulnerable is beyond the scope of this
article. But we hope to have demonstrated here that (1) the
responsibilities of care for a child or children with SCD jeop-
ardizes women’s abilities to engage in expected forms of do-
mestic and non-domestic labour and (2) blame for the genetic
inheritance of SCD raises the potential for abandonment and
compounds existing vulnerabilities. More research should be
done on how women cope with and resist these vulnerabil-
ities; in this study, we saw how single mothers are sometimes
able to successfully manage their children’s care even inde-
pendently without support. But more visible were the ways in
which the responsibilities placed on women to manage a new-
born with SCD both reflect and reproduce gendered ineq-
uities, and further, the necessity of systems of support for
women caring for sickle cell-diagnosed children.

Support in many forms

In addition to demonstrating the necessity of support for sickle
cell care, the results demonstrate the ways in which support
can take many different forms. In some families, men were
emotionally supportive in caring for the sick child, but their
practical availability for care was limited due to work respon-
sibilities. Some of these fathers do provide financial support
for healthcare-related costs, including bus fare, medicines and
health insurance. In these families, children were more likely
to access healthcare, and the families could afford healthcare
costs. Understandably, in families in which men were less
financially supportive, mothers described feeling frustrated
by limitations to accessing healthcare and were unable to af-
ford healthcare-related costs. Out of 15 mothers interviewed in
this study, only two mothers were employed outside the home
and therefore depend on financial support from their partners
for both normal household expenses and the extensive costs of
medical care. This observation complemented findings from
studies elsewhere which reported improvement in quality of
childcare in a family where both parents are involved (Evans
et al. 1988; Mitchell et al. 2007; Craft-Rosenberg et al. 2012).

The results above also suggest that financial support is not
the only form of support that women rely on; mothers of
children with SCD discussed the need for a shared emotional
burden of care, and the burden of collecting knowledge and
understanding the disease treatment, as well as the need for the
support in going to clinic appointments, hospitalizations and
managing routine care as exemplified by P3.

In most cases where men were not involved, mothers tend
to rely for support from other family members. However, even

the support outside a mother and a father is gendered. Mothers
were more supported by other women within their own ex-
tended families than men. It is also worth noting that it is
common for families affected by SCD to rely on their families
for emotional or financial support, a point brought up in pre-
vious research as well (Fullwiley 2006; Craft-Rosenberg et al.
2012). This all suggests that, given the gendering of domestic
care work, health providers should consider the other relevant
networks of support beyond the mother-father dyad. Genetic
counselling may need to include women within the larger
support network, and public health interventions should con-
sider how to best accommodate the multiplicity of forms and
providers of support that facilitate healthcare attainment.

In this study, familiarity with the disease also played an
important role. If the husband’s family history includes any
family member with SCD, the mothers were more likely to be
supported compared to mothers whose husband’s family were
unfamiliar with the disease. Here this shifts slightly the way
we might think about genetic counselling and health educa-
tion. It is important for health interventions to move beyond
the nuclear family unit, and to consider the ways in which
extended familial relationships can support, hinder or other-
wise change the level of access to and quality of SCD care.

The role of the clinic in reproducing inequality

The results here also point toward the role of the clinic in
reproducing gendered inequality. With no ill intent, the clinic
culture has continued to assume the role of the mother as the
primary caretaker of chronically ill children. While this may
reflect the reality of many families, the clinic’s assumption can
actually perpetuate or naturalize care as women’s work. For
example, as shown in the results, when mothers were asked to
screen their children for SCD in the postnatal ward, their part-
ners were not involved. And similarly, when the results were
given out, the calls were made to the mothers alone. Out of the
15 women involved in this study, only two came with their
husbands for education after the screening. In only two fam-
ilies, results were given first to the father by the clinician,
mostly because the mother’s phone was not reachable. In
those families, we noticed that the fathers were more support-
ive of the child’s healthcare needs. Similar results were ob-
served in families where the fathers attended the education
session after the screening. Using the cases in this study, it is
fair to assume that if men were involved from the beginning,
then they will feel as responsible as women in taking respon-
sibility for childcare.

These results signify the need for genetic counselling and
health education models to emphasize fathers’ involvement in
childcare. Positive outcomes are expected based on previous
engagement models elsewhere that involve men (Gervais et al.
2015). Broadly, there needs to be a balance between making
fathers feel equally responsible for children’s healthcare,
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making sure that mothers are equipped to access care if they
are not supported and including extended kin networks as
support for the child’s healthcare.

Conclusion

Through analysing the gendered experiences of a small subset
of families who were identified through the NBS programme,
this study strengthens evidence on how the burden of sickle
cell care may affect women more heavily than men—building
on previous studies of the gendered nature of sickle cell care.
It also demonstrates that there are specific areas for potential
intervention: (1) different layers of vulnerabilities experienced
by the mothers, (2) the need for different forms of support
from a wide variety of people and how they can be integrated
in the healthcare (3) and the clinic as a potential site for repro-
ducing gender inequities. We propose simple interventions,
including gender-conscious health education and genetic
counselling, which can help to improve the community under-
standing of genetic diseases while also reducing gender-
related inequalities related to SCD care in Africa. Additional
attention to these areas by bioethicists, public health workers
and healthcare providers would be an important step in im-
proving sickle cell care as NBS and other comprehensive care
services become more available. While we narrowly offer
evidence here on SCD, NBS and gender roles in Tanzanian
healthcare, this study has larger implications for how we think
about the efficacy of a health intervention, and the need for
feminist approaches to the ethics of genetic medicine in
Africa.

Study limitations

This study was implemented in a hospital setting. In view of
that, participants at times may have said things they believed
were acceptable in those settings.
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