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“At the health centres, you are asked many questions like: ‘Have
you given birth, what is your age, whom do you live with, are you
in your menses...?” a respondent said. “But in the chemist, you
are injected without questions,” another said. And yet another
respondent said: “In chemists it is business.” “You only say what
you came for, are told to lie down and injected without questions
in the chemists,” another respondent said.

The foregoing are responses at a 2010 focus group discussion involving girls and
young women aged 15 to 19 years in Kibera, Kenya'. The discussion was part of a
widely published, larger study that showed that young people living with HIV prefer
receiving healthcare and referral services without being asked too many questions.
The study revealed gaps in service quality and in the delivery system from young
people’s perspective: young people were not sufficiently informed, were embarrassed
about being HIV-positive and found their counsellors’ approaches and attitudes too
patronising.

In order to improve the quality and effectiveness of services, they should respond to
the needs of different demographic groups, for example, these young girls’. Clients’
needs should therefore be identified and understood first, so that they can be taken
into account when designing and implementing healthcare services.

Despite the fact that responsiveness is identified by the World Health Organization
(WHO) as a major goal of the health system framework: ‘to be aware of and adaptive
to the needs of a population’, few reports describe and include client perspectives
on healthcare services, especially when it comes to HIV and SRH services and the
perspectives of (young) people living with HIV and AIDS.

This edition of the Exchange magazine is about client perspectives on HIV services.
The cases that are presented might leave the reader with more questions than an-
swers: a lot is required to make services more responsive to client needs and this
responsiveness is one of the common challenges of health systems. Key questions
grappled with include: “How can health and other services be made more responsive
to the needs of diverse client groups?”, “How can ‘needs’ be defined, and what are
the providers’ perspectives on these needs?”, “What about referral and collaboration
among diverse service providers — public and private?” And, “What factors facilitate
or hinder access and uptake of HIV services?”
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Integrating sexual and
reproductive health needs
with HIV and AIDS services

Respondents in a qualitative research conducted with HIV-
positive women and men of reproductive age attending HIV
and AIDS care and treatment services at a public health clinic
in Cape Town, South Africa, praised their HIV and AIDS care
and treatment, reflected on how it improved their quality of
life and contrasted this with suboptimal care at other pub-
lic health facilities, including sexual and reproductive health
(SRH) services.

Women respondents wanted integrated services, especially
for contraception and to reduce stigma. HIV-positive men’s
lack of experience with SRH services and antipathy towards
attending “women’s” health services were highlighted. Chal-
lenges to involving men in HIV and AIDS care and treatment
and SRH services and measures to address this were identi-
fied.

Growing evidence from innovative projects demonstrates that
linking reproductive health and HIV and AIDS programmes
and services can accelerate HIV prevention efforts by increas-
ing knowledge of HIV serostatus, promoting safer behaviours
and sexual norms while optimising the connection between
services for HIV and AIDS and sexually- transmitted infections
(STIs), and integrating HIV and AIDS with maternal health.

These key measures are needed to intensify HIV prevention
and improve sexual and reproductive health leading to impor-
tant public health benefits. Therefore, linking the response to
SRH and HIV and AIDS has significant potential for improving
SRH and preventing HIV.

Furthermore, providing HIV and AIDS, reproductive health
information and services as a comprehensive and integrated
package rather than individually creates efficiencies in deliv-
ering services; increases opportunities to identify unrealised
needs and reaches more people with more services. Most men
and women are infected with HIV early in their reproductive
lives and integrated services can provide the means to reduce
risk of infection and re-infection while also helping to prevent
unintended pregnancies among HIV-positive women.

Reproductive health-HIV integration presents important op-
portunities for national programmes to expand their im-
pact and improve the prospect of achieving HIV prevention,
care, and treatment goals. Integration is a feasible means to
achieving the prevention of new HIV infections among women
and girls, prevention of mother-to-child transmission (PMTCT)
of HIV, reducing the number of AIDS orphans, and support-
ing the reproductive rights and fertility choices of HIV-positive
women, sex workers and men who have sex with men.

In this edition of Exchange magazine, we present evidence
on the scourge of gender-based violence among TASO clients;
highlight how one’s economic status influences infant feed-
ing options of HIV-positive mothers in western Uganda and
discuss factors influencing uptake of HIV services by couples.
An analysis of these case studies points to the need for inte-
grating HIV and reproductive health services that could signifi-
cantly improve SRH and HIV prevention.n



Overview

This article tries to answer some of these
questions and discuss important concepts on
client centredness.

Meaningful participation

The need for client or patient involvement in
health care has long been recognised: the in-
volvement of people living with HIV and AIDS
was first voiced in 1983 in Denver, Colorado,
and was formalised in 1994 in Paris. The Paris
AIDS Summit for Heads of State reflected that
the participation of people living with HIV and
AIDS had not been represented in national pro-
grammes and policies. The final Paris Declara-
tion, signed by 42 participating countries re-
sulted in “The Principle of Greater Involvement
of People Living with HIV and AIDS (GIPA).

Today, several international guidelines and
commitments support patient involvement.
Examples include the 2001 UNGASS on HIV/
AIDS Declaration of Commitment, the 2006
UN High Level Meeting Political Declaration
and the Code of Good Practice for NGOs Re-
sponding to HIV: Renewing our voice?. These
efforts have resulted in the greater involve-
ment of people living with HIV being central
in policies and national strategies. GIPA was
not especially successful and often resulted
in tokenism, giving rise to Meaningful Involve-
ment of People living with AIDS (MIPA). How-
ever, in order to turn these intended strategies
of meaningful participation into practice and
to actually involve people living with HIV and
AIDS, a lot more needs to be done.

Meaningful participation of people living with

Responsiveness of the health system
can only be achieved when communi-
ties, and specifically the clients, are
placed at the heart of the programmes
and services. This means that their
needs are taken into account and their
voices heard in a systematic way.
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HIV and AIDS and other health conditions is
essential for ensuring that services are ap-
propriate and feasible®. Responsiveness of
the health system can only be achieved when
communities, and specifically the clients, are
placed at the heart of the programmes and ser-
vices. This means that their needs are taken
into account and their voices heard in a sys-
tematic way.

Elizabeth Pisani, however, has questioned this
notion for HIV prevention, sex workers and
Asia. She argues that top-down approaches
are sometimes more effective, that peer pres-
sure can sometimes be peer competition,
and that being HIV-positive does not qualify
everyone to be a good counsellor. What we
can learn from her bestseller The wisdom of
whores (2008) is that contextualisation is cru-
cial. That leadership is another important fea-
ture. Not all clients will be able to speak out
and think what is best for them.

Here it seems that we are dealing with a con-
tinuum of meaningful participation, which is
highly defined by the setting we are dealing
with. On the other hand there are many in-
terventions and services structured along
the lines of what programmers and providers
think is best for clients without taking diverse
backgrounds into account. What Pisani ob-
serves for simplistic solutions as bottom-up
approaches counts as for the top-down ones.
We would like to underline the concept of “ef-
fective engagement of people living with HIV”
and we are convinced that the active partici-
pation of leaders among clients and client net-
works in identifying their needs helps increase
client satisfaction (with services).

What are the needs of clients?
But clients have different needs based on their

backgrounds, their expectations, and the dis-
ease they are suffering from.

An interesting overview comes from a modi-
fied and validated version of the Cancer Needs
Questionnaire (CNQ), the so called Support-
ive Care Needs Survey (SCN). Although this
instrument was validated for Australia, we
can learn from its categorisation of patient
needs. The five categories are (1) psychologi-
cal: Needs related to emotions and coping; (2)
Health system and information: Needs related
to the treatment centre and obtaining informa-
tion about the disease, diagnosis, treatment,
and follow-up; (3) Physical and daily living:
Needs related to coping with physical symp-
toms and side-effects of treatment and per-
forming usual physical tasks and activities;
(4) Patient care and support: Needs related
to healthcare providers showing sensitivity
to physical and emotional needs, privacy, and
choice; and (5) Sexuality: Needs related to
sexual relationships.

An additional aspect is related specifically to
the need for easy access to services and re-
sources, such as transport, childcare, counsel-
ling services, information, relaxation classes,
and financial assistance*.

Psychological, health system and information,
and physical and daily living domains ranked
highest among clients’ perceived needs. Old-
er people and women reported higher levels
of unmet need in the psychological and care
and support domains. Although research on
clients’ perspectives on services and clients’
needs have been conducted in the areas of TB,
HIV and sexual and reproductive health, client
needs in these different categories in low and
middle income countries are rarely considered
when designing services. Major limitations to
enhancing potential users’ access to services,
including diagnosis and/or treatment, are of-
ten linked to health services not being patient
centred.




Responsive services

In some areas, efforts are underway to im-
prove responsiveness of services and to at
least improve understanding of patient needs.
For example, presently a patient-centred pack-
age is being tested among TB (/HIV) services
in Cambodia, Indonesia, Mozambique, Nigeria
and Zambia. Here the vision with respect to
patient centredness is defined as creating uni-
versal access to care and support by address-
ing the needs, strengthening information and
quality care, creating partnerships between
providers and patients, creating opportunities
for input and participation, and empowering
patients in order to facilitate their involvement
at all levels in the programme. This emphasises
the effective participation of people living with
HIV reflected in the central quotation: “Noth-
ing about me without me” (Berwick, adopted
by Salzburg group). Here patient-centred care
is seen as a key component of the health sys-
tem and ensures all patients have access to
the kind of care that works best for them.

The package includes a tool to measure pa-
tients’ views on quality dimensions, to get an
insight into the costs one has to pay before
even entering a health facility and a literacy
tool to raise patients’ awareness. This is an
important positive step to improve the respon-
siveness of services, but is in our view, insuf-
ficient. Knowing what clients need does not
improve the responsiveness of services if they
are not addressed, and when the needs of pro-
viders are also not properly understood.

Knowing what clients need does not
improve the responsiveness of ser-
vices if they are not addressed, and
when the needs of providers are also
not properly understood.

Healthcare providers are central actors in influ-
encing the policies and procedures of health
facilities, as well as being essential in design-
ing and evaluating health systems that take
communities into consideration. They are
therefore essential in making linkages between
clients/patients and the health system?®.

Moreover, the relationships between providers
and clients form the fundamental constituent
for the level of engagement and maintenance
of clients in their healthcare. In several studies
about client perspectives of care, the provid-
er-client relationship dominates client experi-
ences and their satisfaction of the healthcare
they receive®.

Although there is a strong emphasis on
strengthening provider-client relationships in
the context of improved responsiveness, this
does not seem to come naturally. In an at-
tempt to link the fields of providers and clients,
an article was published in Patient Education
and Counselling in 20107. Positive encounters
between providers and clients, the authors ar-
gued in the article, are built on mutual trust
and respect, and are influenced by space,
place and context. But how could the needs
and expectations of clients be reconciled with
the needs and expectations of providers?

Client perspectives on HIV and AIDS services

Client perspectives

In addition to the health system not being pa-
tient-centred, another major challenge relates
to the attitudes and behaviours of healthcare
providers and their communication to their cli-
ents. These attitudes and behaviours are of-
ten driven by cultural, social and/or personal
characteristics of both the provider and pa-
tient®. According to a qualitative study carried
out in South Africa, empathetic providers and
counsellors (often HIV-positive) are crucial for
client satisfaction. Respondents of the study
identified attitudes and behaviour of indi-
vidual providers as key in the quality of care.
The support received from counsellors even
strengthened their determination to deal with
their infection. Providers’ ability to communi-
cate in the clients’ own language, and ensur-
ing privacy were commended by clients.

Another gap identified in the health delivery
system by the respondents of the South Afri-
can study, is also a widely recognised one: the
integration of SRH and HIV services. In order
to achieve the Millennium Development Goals,
policies and programmes should focus on the
implementation of strategies to integrate HIV
and SRH services, especially access to family
planning services, (female) condoms and other
contraceptives, STI screening and treatment
and at least counselling and referral for specif-
ic reproductive health issues such as abortion.

The integration of HIV and AIDS and SRH
services is crucial for client satisfaction and
quality of care, especially for PLHIV®. Women
respondents in this study unanimously indicat-
ed their desire to access both services ‘under
one roof’. Besides the fact that separate HIV
and SRH services are less cost-effective than
when integrated, these HIV-positive women
reported encountering many barriers, including
stigma, when trying to access contraceptives
when these services are offered separately.

The fact that many young people living with
HIV and AIDS make poorly informed decisions
about sex, builds an even stronger case for
the need to integrate services. Evidence of the
need for sexual and reproductive health ser-
vices for young people living with HIV is grow-
ing and is still being insufficiently addressed.
Young people living with HIV have to deal with
— besides onward transmission — issues of dis-
closure, pregnancy and super infections (infec-
tion by a second strain of the virus causing
more rapid disease progression or ARV resist-
ance), and have more worries about relation-
ships, sex and having children in the future

than actually about their HIV status™.

The young people are more likely to reduce
risk behaviour when offered relevant infor-
mation, skills and services, highlighting their
need for integrated services. Furthermore, ac-
cording to the study by Armstrong?, all inter-
viewed HIV healthcare providers identified the
need for both SRH information and services,
calling for integration of services and referral
mechanisms. In the study a change of mind-
set among providers was emphasised, where
providers need to acknowledge teenage sex-
ual activity and the fact that ignoring sexual
issues would not prevent teenagers from hav-
ing sex.

The involvement of men is an identified chal-
lenge by female clients involved in the South
African study. Both female and male clients
felt that the HIV and SRH services should be
more adjusted to the different needs of men
and their related work commitments (special
opening hours of clinics for men), including
the number of male staff at the clinics, as cul-
tural aspects might make it difficult for men
to visit female providers. It is suggested that
different models of care be explored to max-
imise the involvement of men as both clients
of health services and supportive partners, to

Respondents of the study identified
attitudes and behaviour of individual
providers as key in the quality of
care.

achieve improved women’s and men’s health,
decreased gender-based violence and address
the needs of HIV-positive men and women.

Constructive men’s engagement — as it is
called and implemented by USAID in SRH and
HIV prevention, treatment and care — aims at
achieving these results by facilitating a more
enabling policy and institutional environment
for men’s engagement. The engagement of
men and boys has not always been a prior-
ity for strategies to improve health and gender
outcomes. In many countries in sub-Saharan
Africa, more than 50 per cent of the people
living with HIV and AIDS are women and girls,
and gender inequalities increase the risk of
HIV infection for them. Besides the identified
need for the involvement of men by the female
respondents in the Orner research, many other
studies show that the engagement of men
in HIV prevention and SRH programmes can
improve health outcomes and promote gender
equality™.
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Accountability

Exclusive emphasis on the perceived needs of clients or pa-
tients, making providers responsible for poor quality of ser-
vices, is simplistic. To improve responsiveness of services,
enabling service-users to participate in decision-making pro-
cesses for health services and policies that affect them is
important. Also, engaging service-users in decision making
will have a positive effect on their perspectives regarding sat-
isfaction and quality of care.

In this respect, globally the concepts of governance, and in
particular political accountability, are mostly used in develop-
ment and health system debates. According to Brinkerhoff,
political accountability can be defined as “measuring per-
formance in relation to civil society’s (patients; populations
served) stated needs and demands of health services”'2. This
can take shape in various ways, such as having communities
monitor health services and/or health services management,
in partnerships with communities. Responsiveness requires
actions from both providers and their clients: taking rights or
entitlements and responsibilities of both clients and providers
into account seems a better option. With such a perspective,
clients that are informed and empowered also have the re-
sponsibility to share their knowledge with oth-

ers and try to keep healthy by adhering to their Anke van der Kwaak

medication regimen.
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