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developing countries.' The situation in Tanzania is no

exception with cataract surgical rates across the
different regions all below the WHO Vision 2020 target. In
Kilimanjaro Region, the cataract surgical rate (number of
cataract surgeries per million population) went from 375 in
2001 (authors’ data) to 1165 in 2004, largely as a result of a
new price for intraocular lens (IOL) surgery (from $30 to $15)
and expansion of community based activities.” Generally,
only one third of the patients having cataract surgery in
Kilimanjaro Region are blind (<3/60 in the better eye);
another third have “normal vision”” (=6/18 in the better eye).
Yet, there are elderly people still blind and in need of surgery
in Kilimanjaro Region despite improved access to a large and
well equipped tertiary and teaching hospital (Kilimanjaro
Christian Medical Centre, KCMC).

Financial, attitudinal, and socio-organisational barriers are
the most common reasons given to explain the backlog of
cataract patients in need of surgery in Africa.’ The direct and
indirect costs of a cataract operation, which vary tremen-
dously between and within African countries, are reported as
a barrier in several papers,* but some studies dispute cost as
the most important factor preventing the uptake of surgery.
In rural South Africa, fear of surgery and a low perceived
need for better sight were found to be more important
barriers.” The perceived lack of availability of eye care services
close to the communities is also reported as a barrier.® Finally,
lack of social support may prevent uptake of surgery by
cataract patients. In the literature, this is described as the
difficulty of finding an escort or, for women cataract patients,
obtaining the permission of the husband.” Family involve-
ment in the health care of older adults is common but it
remains an underexplored area of study.® There have been no
qualitative studies in Africa describing the decision making
processes at the family level in relation to the uptake of
cataract surgery. The objective of our study was to under-
stand how family dynamics can influence the illness
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Aims: To describe and understand better the barriers that elderly cataract patients in Kilimanjaro region
(Tanzania) experience at the family level in order to access surgery.

Methods: A phenomenological study carried out in the catchment area of a teaching hospital in
Kilimanjaro Region. 60 semi-structured interviews were conducted with patients and ex-cataract patients.
Results: The perceived need for sight and for surgery appears partly socially constructed at the family level.
It was found that women were less likely to express a need for sight for fear of being seen as a burden.
Furthermore, young heads of family are more inclined to support old men than old women. The consensus
is that asking children for help can be difficult. Going for cataract surgery must be seen as a social process
where elderly patients might have to wait or negotiate support for weeks, months, or even years.
Conclusions: Eye programmes must promote the benefits of cataract surgery to all family members, not just
to the patient. A changing social climate, changing expectations of vision, and evolving cost sharing
systems will have significant, sometimes contradictory, impacts on use of eye care services. Strategies for
reaching those without access to financial resources need to be strengthened.

experience and therapeutic itinerary of older cataract patients
in Kilimanjaro Region.

METHODS

This is a qualitative study’ describing the experiences of
elderly patients who were told by an eye care specialist in
May 2002, during a population based survey conducted in
rural areas of Hai District (Kilimanjaro Region), that they
could benefit from cataract surgery. We conducted 60 semi-
structured interviews (60-90 minutes each) between October
2002 and December 2004. Our respondents, described in
table 1, are from the following tribes: Chagga (26), Masaai
(18), Pare (10), Meru (two), Nymanwezi (one), and
Mnyiramba (one). We also used the survey’s data to
purposefully select respondents with contrasting character-
istics in relation to sex, laterality (unilateral or bilateral), and
whether they had access to surgery. The interviews were
conducted at the patients” home in Kiswahili or Kimasaai
and translated into English. The interview transcripts were
coded and analysed with the support of a qualitative data
analysis software (N6). Ethical approval for the study was
obtained from Tumaini University and informed consent was
requested before interview.

RESULTS

Our results are presented in two sections: (1) the perceived
need for sight and for surgery in its familial and social
context, and (2) the family relations involved in mobilising
the resources for surgery. We are focusing on the stories and
experiences of the ““typical” cataract patients in our sample—
those from a rural household who have experienced a delay
before going for surgery or who were still trying to access
surgery at the time of the interview.

Abbreviations: IOL, intraocular lens; KCMC, Kilimanjaro Christian
Medical Centre
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Table 1 Description of respondents
Sex Age (years)
Cataract status M F <60 61-69 =70
Unilateral
Operated 3 4 1 6 0
Not operated 6 7 1 6 6
Bilateral
Operated* 11 7 5 10 3
Not operated 7 15 2 6 14
Subtotal 27 33 9 28 23
Total 60
*At least one eye.

The perceived need for sight and for surgery in its
familial and social context

Among respondents with severe visual impairment, only
those still physically capable of performing agricultural
activities expressed a strong need for sight. Among respon-
dents, “severe” was defined at the level of hand motion
vision or when daily activities were no longer possible.
Having one ““good eye” was perceived to be sufficient and
those with unilateral cataract were less likely to express a
need for surgery to family members:

® “I actually see it is a disturbance to go for one eye
operation only.” (#11)

The perceived need for sight partly depends on socially
constructed expectations about work and quality of life at the
age of 50 and over. The dimensions of quality of life
mentioned by the interviewees were related to physical
mobility, social interactions and financial autonomy. Our
respondents reported that these dimensions all influence to
various degrees their level of self esteem. In turn, this can
affect if and how they will express a need for better sight and
cataract surgery to family members. Our results indicate that
men express more strongly than women a need for better
sight. Women were more likely than men to hide from their
children the fact they needed surgery while men tended to
disclose it immediately to family. Women were more likely
than men to be afraid of being seen as a “burden” on their
children and, if blind, to experience a feeling of ““shame”
about receiving help for basic needs:

® I feel very embarrassed (...) you must depend on
someone just, like a little kid.”” (#38)

We found complex relations between sight, self esteem, and
socially determined roles and expectations. The result is that
some women with severe visual impairment try to carry on
with their routines through ““adversity” instead of emphasis-
ing to their relatives their felt need for sight. Some relatives
suggested that it is more important for an old man to ““see”
and be independent than it is for an old woman. Older men
are still expected to have an important role in their
community while older women tend to live in a “smaller”
world, both geographically and socially.

The interviews also clearly showed that expressing the
need for better sight does not necessarily imply willingness to
go for cataract surgery, regardless of cost. For example,
patients often elect to try traditional medicine first, following
the advice of a family member. In some communities,
cataract surgery is perceived as a direct cause of mortality
since some patients die, as a result of ageing, within a few
years after the operation. This belief makes it difficult for
cataract patients to convince family members to provide the
social and financial support needed for the surgery. Two of
the six patients who paid for the operation themselves had to
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leave home under false pretences because their children
perceived the operation as being too dangerous. However, in
one case, it was actually the children who took their mother,
almost manu militari, for cataract surgery. Overall, our data
indicate that the perceived quality of services by cataract
patients can trigger a positive or negative domino effect in
terms of uptake of surgery at the community level.

Family relations involved in the mobilisation of
resources for surgery

For the majority of respondents (54/60), most or all of the
money for surgery and the associated expenses (food,
transport) must come from various family members.
Indeed, only six out of the 25 operated patients could cover
those costs without help from relatives; all 35 non-operated
patients mentioned that they could not pay by themselves.
Therefore, the process of “paying” for surgery concerns
several people apart from the patient himself and is
inextricably linked to family relations. Patients must be
willing to adopt a ““sick role” and, in many cases, be proactive
and persistent in mobilising the social and financial support
for cataract surgery.

Women were less likely than men to ask for support.
Several women cataract patients, especially widows, decided
not to tell anyone in their family that cataract surgery had
been recommended by a doctor:

® “The truth is, I didn’t tell him (my son) because it was
very difficult to ask (...) because I know that he is poor
(...) I have just seen that money (to take me to hospital)
will be a problem (...).” (# 5)

® “I didn’t seek help from any of the children, but it is not
that much easy to get help from children as life is also very
tough for everyone and children are busy taking care of
their own family even if we grow them up.” (#6)

Several married women reported that the husband’s permis-
sion is required before going for surgery. However, men over
the age of 65 often have little income of their own and they
merely represent an intermediary between their wife (wives)
and the children. They still must ‘““negotiate” social and
financial support, especially from children who are away
from home:

® ‘“‘He (oldest son) should come so that he could be around
during the screening day and pay for the surgery (...) I
could even tell a lie by saying that his mother is very sick
and that she is about to die (...) then I am sure that he will
come.” (#54)

Elderly cataract patients expect greater financial support
from their sons than daughters since daughters often have
little or no personal income or assets (like cattle or land). All
tribes in Kilimanjaro are patrilineal and asking sons in law, or
even sons, for a financial contribution appears to be a socially
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sensitive issue because of a changing intergenerational
“contract”:

® ““As you know you can also have children but not all of
them will call you ‘baba’ (father) nowadays so there are
some who will leave you alone without any help.” (#3)

Even in the best case scenario—for example, having at least
two working sons, the amount of money patients can
legitimately ask from family members for medical treatments
is limited by various factors. It depends on the income of each
family member in kind and in cash, the number of children
going to school, the number of people in the family with
health problems, and the nature of the illness. Local
definitions of health and illness are centred on pain and
since cataract is not painful, other medical conditions are
often given a higher priority. It is also difficult for families to
cope with multiple episodes of medical care in a short span of
time. When they know their children paid for other medical
expenses recently, many elderly patients are reluctant to ask
for help. The ability of family members to pay for cataract
surgery is affected by the fact that income is seasonal and can
vary enormously from one year to another. Younger adults
have competing needs (house, clothes, school fees, etc) and
those relying exclusively on agriculture must make decisions
to meet the most “urgent” in the 4-6 weeks following the
sale of their crops. The result is that many elderly cataract
patients have to wait for financial support:

® I normally ask for help during harvesting season but I
have little hope about going for surgery this year.” (#26)

® “Well, we don’t love ourselves, we usually ignore many
things and we are tolerant somehow. Usually we do
consider severe and painful cases. However, I am a widow,
I'm not in pain and I have found no one to give me some
money and to support me for cataract surgery.” (#36)

For many elderly cataract patients, going for surgery appears
to require the proper alignment of several factors. Indeed, a
less than average rainy season or multiple medical problems
in the family can delay the decision to have surgery by
months even for the patients with a high perceived need for
sight and surgery. In addition, many patients are ready to
place other family members” needs ahead of their own.

DISCUSSION

For many elderly cataract patients in Kilimanjaro Region,
going for surgery is the result of a complex family process
that can last several weeks, months, or sometimes years. This
has important implications since people with severe visual
impairment in developing countries may be stigmatised'* and
more likely to suffer from depression and loneliness.'"" Many
elderly individuals in Kilimanjaro Region feel embarrassed or
ashamed to ask for help but, on the other hand, the longer
they wait the more dependent they become on family
members for their most basic needs, which in turn exacer-
bates their feeling of worthlessness. Either way, they may feel
“socially” handicapped. Some elderly cataract patients see
more benefits in ignoring their need for sight and eye care
compared to entering the socially negotiated process of being
perceived as “ill” and mobilising resources at the family level.
In other words, there is a ““social” cost to pay in addition of
the direct and indirect costs of cataract surgery. Our results
showed that this is especially true for women and for men
unable to work or with no assets to sell (cows, goats, etc).
Overall, men cataract patients seek and receive more family
support than women cataract patients. This study also
supports the contention that the traditional authority of the
elders in  African  societies is slowly eroding."”
Intergenerational relationships are changing. Studies in the
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field of social gerontology have shown that while positive
sentiments may be present and frequently expressed in
intergenerational relationships, functional solidarity—the
degree to which financial assistance and service exchanges
occur among family members—is not a given.” ' In
Kilimanjaro Region, this is illustrated by the fact that young
heads of household and elderly individuals themselves are
now more inclined to prioritise the needs of younger family
members. This (new) conception of “utility’”” in the decision
making processes at the family level may be linked with the
difficult economic conditions in Hai District where income is
seasonal and fluctuating from one year to another. Still, some
family features seem predictive of the uptake of surgery by
elderly patients such as the presence of working sons with a
regular source of income.

Overall, we estimate that, in Kilimanjaro Region, only one
out of three cataracts is treated; the eye care needs of the
elderly are not always met. The changing social climate and
evolving cost recovery systems may leave some elderly people
highly vulnerable and disadvantaged in terms of access to
health and eye care services. At the same time, we observe
(generally younger and still active) patients coming for
surgery before blindness; these apparently contradictory
findings indicate that the oldest age groups within the rural
population have minimal access to services. From a pro-
gramme perspective, we see at least two interconnected areas
of improvement that could make the therapeutic itinerary of
elderly cataract patients smoother. Firstly, we must be able to
monitor and demonstrate improvements in quality of life
from cataract surgery not just to the patients but also to their
relatives. Secondly, there is need for (more) community
based programmes that invest in support and counselling
activities at the community level. The development of a
community support system could become a powerful channel
to influence social relationships at the family level and
identify those patients who truly need external support. Since
the development of sustainable eye care programmes
currently involves cost sharing, there is a need to put more
efforts into reliably identifying the most vulnerable and
disadvantaged and designing practical schemes to support
them.
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