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Executive Summary

he engagement of community-
T based, nongovernmental, and

faith-based organizations has
been promoted as a cost-effective
strategy that can rapidly expand TB
and HIV services and community
TB care. Though these organizations
are vital partners in the response
to HIV/AIDS and have played a
well-recognized role in expanding
access to quality services, opportu-
nities to engage them in TB/HIV
activities are largely untapped.

This TB CAP study addresses how
communities can be engaged in
meaningful and effective ways in
TB/HIV collaborative activities. After
describing the characteristics, areas
of practice, and core competencies
of 12 selected community-based
organizations (CBOs) engaged in
HIV/AIDS prevention, care, and
treatment in Nigeria, the study
team examined whether and how
they are engaged in TB/HIV col-
laborative activities and how this
engagement can be expanded.

Nigeria was selected for this study
because of its important TB and HIV
epidemics. The country ranks fifth
among 22 with high TB burden,
and it is home to about 2.6 mil-

lion people living with HIV/AIDS.
Though policies and guidelines on
TB/HIV collaborative activities have
been developed with the support of
many technical partners, the task
of ensuring country-wide availabil-
ity of comprehensive, high-quality,
client-oriented, TB/HIV services
continues to face major challenges.
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TB center at Ajeromi General Hospital, Lagos.
FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

Study methodology

Twelve CBOs working in HIV/
AIDS in four states in Nigeria were
selected whose characteristics,
core competencies, knowledge

of TB/HIV, and current TB/HIV
collaborative activities were cap-
tured through semi-structured
interviews and the use of a ques-
tionnaire with 56 variables.

The study team reviewed factors that
may help or hinder CBO engagement
in TB/HIV collaborative activities
and investigated practices the CBOs
are currently implementing that
could be applied to scale up TB/

HIV collaborative activities—in
Nigeria and elsewhere. In particular,

the team focused on practices that
seemed to be innovative, sustain-
able, and replicable. The study team
also visited sites implementing the
integrated model for HIV/AIDS, STI
and TB care (HAST), one that makes
considerable use of CBOs and has
been developed under the Global
HIV/AIDS Initiative Nigeria (GHAIN)
by Family Health International.

Based on the lengthy interviews
with the CBOs, the literature
view, and other findings, the team
developed recommendations for
managers of TB and HIV programs,
CBOs engaged in HIV services, TB
and HIV consultants, and teams
undertaking similar studies.
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Findings and conclusions

All 12 organizations that were
selected are client-centered and work
with people living with HIV/AIDS
(PLWHA) and those at risk of HIV.

While some organizations are
small and recently formed, serv-
ing populations in a few local
government areas, others are
large, umbrella organizations that
provide health services as well as
support—through training and
supervision—for smaller orga-
nizations across many states.

In spite of differences in their sizes,
length of experience, and geographic
reach, more than 80 percent of the
organizations shared three core
competencies: support groups for
PLWHA; home-based care; and
referrals between tertiary refer-

ence centers, primary healthcare

g

facilities, and community sup-
port services. The organizations
all recruit and manage volunteers
who may accompany clients and
facilitate and follow-up referrals
between different points of care,
helping them to find their way
through the complexities of treat-
ment and care in different facilities.
Addressing stigma is another
important element of their work.

The CBOs selected all had good
knowledge of TB, its impact on
PLWHA, and the risks the disease
poses. Their levels of organizational
development are noteworthy, and
most possess written descriptions of
their missions, goals, and objectives.
Most have concurrently improved
their internal management systems
and developed their human resource
base. Donor support has helped
them to improve the administrative
and technical aspects of various

interventions, enhancing their abil-
ity to plan and monitor activities,
recruit and motivate staff and volun-
teers, and undertake fundraising.

All 12 organizations had some level
of engagement in TB/HIV services
and in many activities outlined in
the WHO Interim Policy on TB/
HIV Collaborative Activities.! The
study team had not anticipated this,
and had planned to compare the
HIV-related organizations engaged in
TB/HIV collaborative activities with
those who were not so engaged.
The team also expected to analyze
external and internal factors that
might hamper or facilitate their
engagement. This analysis was pre-
cluded by the involvement of all 12
organizations in TB/HIV activities.

Among the practices or sets of
actions currently being undertaken
by the 12 CBOs that could accelerate

Community mobilization rally in Kano organized by SWAAN. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.



* Program planning and
implementation

* Recruitment and management of
volunteers

* Case finding and contact tracing

* Addressing stigma at client,
community, and health-services
levels

* Social mobilization to encourage
symptomatic people to test for TB

* Provision of treatment, care, and
support to TB patients as part of
home-based care programs

* TB infection control in congregate
settings and in the community

Potential areas for CBO collaboration in TB/HIV

* Education of TB patients and
counseling them to test for HIV

* Treatment literacy programs for
both TB and HIV

* Tracing of treatment interrupters
and defaulters

* Record keeping and reporting
* Poverty eradication projects

* Training of community health
workers and health professionals

* Supervision and monitoring and
evaluation

e Client-centered care

* Referral linkages between clinical
and community care

the scale-up TB/HIV collaborative
activities, the team considered the
following to be the most important:

o referral systems between TB/
HIV clinical services and services
offered in the community

e client-focused care and support
e use of umbrella organizations

e gender-specific and culturally
specific interventions

e implementation of the policy on
Greater Involvement of People
Living with HIV and AIDS (GIPA)

@ volunteer recruitment and
retention strategies

@ novel approaches to
income generation.

Establishing partnerships with CBOs
that implement these practices and
engaging them in collaborative TB/
HIV activities is key to ensuring
comprehensive TB/HIV care that
extends into the community and
includes the families of clients.

Recommendations

For managers of TB and
HIV programs

e Map and assess CBOs already
involved in HIV/AIDS program-
ming, the services they offer,
and their interest and capac-
ity to work in TB/HIV.

o Ensure participation of these
organizations in planning at all
levels and from the outset, when
introducing or scaling up TB/
HIV collaborative activities.

o Consider using larger, established
umbrella organizations to provide
capacity building and supervision
of the TB/HIV activities of their
networked organizations, and
facilitate communication between
these networks and national TB
and national AIDS programs.

e Consider adopting a methodology
to identify additional practices
employed by CBOs engaged
in HIV/AIDS that support TB/
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HIV activities and assess the
practices identified by this study.

o Closely monitor and assess
the HAST model and its fea-
sibility for rapid scale-up.

o Develop close partnerships with
organizations that work success-
fully with volunteers, assess their
needs, and include in the plan-
ning process the mobilization of
resources to support these needs.

o Pay careful attention to TB
infection control, a paramount
consideration when negotiating
appropriate roles and responsibili-
ties for engaging volunteers.

@ Develop a comprehensive
strategy to address stigma.

For community-based
organizations engaged in
HIV/AIDS

o Ensure that TB forms part of the
HIV/AIDS services in clinics and
community settings and that
client—centered activities by CBOs
contribute to intensified case-
finding and TB infection control.

o Use networks of volunteers to
assist the national TB program
in providing default tracing and
DOT to dually infected clients.

o Actively pursue participation
on TB/HIV coordinating bod-
ies at all levels to synchronize
and improve community-level
TB and HIV control programs.

o If an umbrella organization,
pursue partnerships that help
to coordinate, plan, implement,
and oversee TB and TB/HIV
activities. In addition, advocate
on behalf of CBO constituen-
cies on coordinating bodies.

e Partner with local and state
TB control programs to ensure
a coordinated approach and
feedback in both directions.



Engaging Community-based Organizations in TB/HIV Collaborative Activities

o Work with local partners to
integrate appropriate, culturally
sensitive TB messages into cur-
rent community awareness and
social mobilization activities.

e Advocate for common services
points to ensure optimal patient
care and lessen the burden
of referral services for clients,
health providers, and CBOs.

o Take part in operational research
on stigma and advocate for
strategies that address it.

For TB and HIV consultants

o Be aware of the potential roles
that CBOs can play in scaling
up TB/HIV activities. Become
familiar with international and
national policies and guidelines
relating to engaging communi-
ties and those related to engaging
them in TB and HIV activities.

@ Assist the national TB program
to map and assess the capaci-
ties of CBOs and to evaluate
the state of readiness of clinical
services to engage these orga-
nizations in TB/HIV services.

e Provide technical assistance to
build the capacity of CBOs in TB/
HIV activities. If necessary, mobi-
lize funds to support this activity.

o Support efforts of the national
TB program and national AIDS
programs to measure the quality
and effectiveness of CBO engage-
ment, balancing the need for
data and overstretched health
services. The CBOs should be
engaged throughout this process.

e Explore with national pro-
grams the extent of stigma
and how to address it.

For teams conducting
similar studies

e Consider the inclusion on the
study team of staff of national TB
and HIV programs and individu-
als who can influence policy.

o Involve team members in
adapting and pilot-testing ques-
tionnaires to ensure ownership
of the process and that appro-
priate questions are asked.

e Invite all major technical partners
that support TB and HIV programs

to stakeholder workshop at the
beginning of the study and to
participate in the debriefing.

e Consider next steps that assess the

extent and quality of collabora-
tive services provided by CBOs
and the impact of these activi-
ties. Allocate time and resources
to gather and analyze data that
often exist in many locations.

e Plan for and publish the
results of the study in peer-
reviewed journals.

o Consider adding to the list of the
CBO practices highlighted by this
study and help decision-makers
determine the kinds of commu-
nity-based activities that should
be pursued in going to scale.

Notes: Executive Summary

1. World Health Organization, Interim Policy
on TB/HIV Collaborative Activities (Geneva:
WHO, 2004) http://whqlibdoc.who.int/
hq/2004/WHO_HTM_TB_2004.330.pdf



Background: Country Information

TB and HIV in Nigeria

Nigeria was chosen for this study
because of its important TB and HIV
epidemics. The country ranks fifth
among 22 with high TB burden,
with an estimated incidence of 311
TB cases per 100,000 population
(table 1).! Nigeria is also considered
to be a “next wave” country at a
critical point in its HIV/AIDS epi-
demic.? Among its population of 148
million, an estimated 2.6 million
are living with HIV/AIDS, and HIV
prevalence within the 15—49 age
group is estimated at 3.1 percent.?

In Nigeria, as in other countries, HIV
is responsible for increasing active
TB cases and rapid disease progres-
sion.* Nearly 20 million people are
living with HIV worldwide, and as
many as one-third are co-infected
with TB. A majority of TB cases

in PLWHA occur in sub-Saharan
Africa, where up to 80 percent of
TB patients may be co-infected with
HIV.> Several African countries have
seen their TB caseloads increase by
as much as 200-300 percent over
the past decade, and new patients
with TB have levels of HIV preva-
lence of 50 percent or higher.®

Within this context, Nigeria—
the most populous country in
Africa—faces the formidable
task of ensuring country-wide
availability of comprehensive,
high-quality, client-oriented, TB/
HIV services. Within its federal
system, states are responsible for
secondary healthcare, and all 37
have adopted TB directly observed
treatment short-course (DOTS).
Its 774 local government areas

States where the study team interviewed CBOs

A Case Study in Nigeria

Table 1. TB Statistics, Nigeria®

Rank among 22 high TB-burden countries, 2008
Estimated incidence (all cases/100,000 pop/yr)
Estimated number of new TB cases, 2006
DOTS population coverage

Incidence (ss+) 100,000 pop/yr

DOTS case detection rate, new ss+, 2007
DOTS treatment success rate, 2007

TB cases (new and retreatment) tested for HIV
HIV-positive of those tested

Of new TB cases, % with MDR-TB

Of previously treated TB cases, % with MDR-TB

5
311
450,079
75%
137
31%
79%
10%
21-27%
1.9%
9.3%

(LGAs) are responsible for primary
care, and 90 percent of them are
implementing the DOTS strategy.”

In spite of increased political com-
mitment, Nigeria’s progress on
TB control has been slow. Access
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Table 2. DOTS Expansion in Nigeria, 2001-07"

2001 2002 2003 2004 2005 2006 2007 OPTIMAL

States with DOTS 21 27 36 37 37 37 37
% of optimal number 56.8% 72.9% 97.3% 100% 100% 100% 100% ¥
LGAs with DOTS 350 380 440 505 548 650 701
% of optimal number 45% 49% 56.8% 65.2% 70.8% 83.9% 90.5% e
Microscopy centers 417 437 493 547 592 694 796 1,440
% of optimal number 29% 30% 34% 38% 41% 48% 55%
Treatment centers 1,605 1,665 1,725 1,929 2,015 2,219 2,321 5,760
Coverage (millions) 50m 55m 70.4m 80m 85m 90 m 100 m 144 m

to services is still sub-optimal by
World Health Organization (WHO)
standards (table 2). Of estimated
total TB cases, only 32 percent

are being detected and 79 percent
of these cases have been success-
fully treated—still far below the
WHO targets of 70 percent and

85 percent, respectively.? TB case
notifications have continued to
increase since 1995, and relatively
high case rates among young adults
may reflect a real increase in inci-
dence associated with HIV and
important continuing transmission.

Community-based DOTS (CB-DOTS),
known in Nigeria as Community

TB Control (CTBC), is only recently
developed as a strategy for expanding
and improving DOTS, and its imple-
mentation in selected LGASs is just
underway. Challenges faced by the
National TB and Leprosy Program
(NTLCP) include recent drug dis-
tribution problems resulting in
important stock-outs. Limited cover-
age of smear microscopy services has
also hampered expansion efforts.’

Recent efforts have been made

to expand HIV/AIDS services
(table 3). A National AIDS Action
Committee was established in
2000, and the federal government
developed a HIV/AIDS strategic
plan for 2005-09.1° Between 2005
and 2007, the number of clinics

providing antiretroviral treatment
(ART) grew from 35 to 240.

A National TB/HIV Task Force

has been put in place with broad
representation from the NTLCP,
the National AIDS Program

(NAP), and other key stakeholders.
Policies and guidelines have been
prepared and are being scaled up
through many implementing part-
ners. Donors who support these
efforts include the UK Department
for International Development
(DFID), the Canadian International
Development Agency (CIDA),

the US Agency for International
Development (USAID), the WHO,
and the Global Fund to Fight AIDS,
Tuberculosis, and Malaria (GFATM).
The NTLCP coordinates partner-
ship activities and the technical
assistance funded by donors.!

Progress toward integrating ser-
vices and increasing collaboration

between HIV and TB programs has
been slow, hampered by human

and financial resource shortages
and lack of political will.!? Separate
traditions and practices are also a
consideration. On one hand, TB
programs are characterized by firmly
established algorithms and stan-
dardized measures and outcomes,
and they are designed to treat

large numbers of patients with few
resources. On the other hand, HIV
prevention, treatment, and care are
characterized by a patient-centered
approach and rapidly evolving treat-
ment paradigms: ART regimens
need frequent revisions of treatment
guidelines and need to be inten-
sively monitored for efficacy and
toxicity over a patient’s lifetime."

Challenges to TB/HIV scale-up in
Nigeria include lack of funding and
difficulties in harmonizing partners’
efforts. Coordinating bodies have not
been rolled out to the LGA level, and

Table 3. HIV/AIDS Service Expansion in Nigeria, 2007¢

INTERVENTION # SITES #CLIENTS, JAN.  # CLIENTS,AUG.  # CLIENTS, SEPT.
HCT 647 (incl. mobile 605364 768563 . 1,437,655
¢ services) : : :
PMTCT 263 300,100 | 309,641 for HCT 486,330 for HCT
- 12,993forART 17,786 for ART
ART 240 108572 168,447 . 182,512

(6,114 children) . (10,282 children)




referral systems between programs
are weak. In addition, there is very
low implementation of TB infec-
tion control (IC), and supervisory
systems are lacking at all levels.

The role of CBOs in
TB/HIV services

The WHO has formulated recom-

mendations on TB/HIV collaboration

and integration, which, together
with the Stop TB Strategy, high-
light the importance of community
involvement in TB and TB/HIV
services.* Much has been said about
involving communities as a cost-
effective strategy to scale up quality
TB programs and HIV services."® In
spite of a consensus that commu-
nity involvement is a cost—effective
strategy to scale up quality TB
programs and enhance the coordi-
nation and integration of TB/HIV
activities,'¢ a literature review found
few articles that describe specific
examples of this community engage-
ment and their outcomes. Though
several successful TB/HIV projects
involving CBOs are reported in the
grey literature,” few publications
discuss the issue more broadly.

As the HIV/AIDS epidemic enters
its 26th year, CBOs have become
important partners in the response
in every affected country and

are engaged in diverse activities
from prevention to palliative care.
Moreover, support for an increased
role for them in implementing
national strategies—one that
extends to equal partnership—will
be reflected in new GFATM fund-
ing opportunities for civil society.!®

In many countries, a significant
proportion of healthcare is provided
through CBOs, NGOs, and faith-
based organizations (FBOs), whose
collaboration with public health
systems can vary greatly. Many of

A Case Study in Nigeria

Hope for Positive Couples, an NGO in Ibadan, Oyo State.
PHOTO BY DR. BABA GANA ADAM.

the important barriers that interrupt
or prevent good treatment, care,
and prevention of TB and HIV arise
in communities and at home and
need to be addressed in these con-
texts. Well-documented examples
include stigma; fears based on myths
and misunderstanding about TB
and HIV/AIDS; gender and power
imbalances; services that are not co-
located; long distances to clinic sites
for clients and long waiting times;
and lack of funds for transportation,

laboratory tests, and preventive
measures such as condoms.””

CBOs, NGOs, and FBOs (hereafter,
for the most part, referred to col-
lectively as CBOs) can often address
barriers that may be beyond the
reach or resources of health provid-
ers. Their coordinated involvement
can contribute importantly to accel-
erating the achievement of national
targets for HIV and TB diagnosis,
treatment, and care.?’ The increased
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Table 4. TB/HIV Activities Undertaken in Nigeria“

INDICATOR

Cumulative no. of state TB/HIV working groups

Cumulative no. of TB-DOTS centers implementing TB/HIV collaborative activities

No. of ART sites implementing TB/HIV collaborative activities*

No. of TB-DOTS staff trained as counsellors

No. of TB-DOTS, ART, and support group staff trained to implement TB/HIV collaborative activities

No. of lab staff trained to implement TB/HIV collaborative activities

No. of state TB and HIV/AIDS program managers trained

2006 2007
6 12
36 90
6 22
72 112
9 122
36 18
12 12

involvement of CBOs in collaborative
TB/HIV activities is crucial; these
organizations constitute an untapped
yet potentially very important avenue
to scale up TB/HIV services.?!
Greater involvement by govern-
ments is required to increase CBO
involvement, not only in formulating
policies and comprehensive plans

but also in coordinating the efforts
of donors and service providers.?

Table 4 summarizes activities sup-
ported by the Federal Ministry of
Health and partners to expand TB/
HIV services. Community-based sup-
port groups were selected to assist
the introduction and implementation

of TB/HIV collaborative activities,
with the aim of enhancing linkages
between DOTS centres, ART sites,
and the support groups. However,
no further detail was provided on
how this was done or how infor-
mation on CBO involvement will
be collected and reported. B

Scene at a community mobilization rally in Kano. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.
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The Case Study: 12 CBOs in Nigeria

iven the urgent need
to increase the involve-
ment of CBOs in scaling

up services that address the dual
epidemic, this case study set out to
examine how 12 CBOs in Nigeria
working in HIV/AIDS prevention,
care, and treatment are and can be
engaged in TB/HIV collaborative
activities. It attempted to identify
the characteristics of the selected
CBOs and their core competencies
and to draw conclusions on factors
intrinsic and extrinsic to the orga-
nizations that may help or hinder
their implementation of collaborative
TB/HIV activities at the community
level. The overarching goal was to

A PLACO volunteer caregiver assists a client in his home in a village in Kano State.

FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

determine how community and CBO
engagement in TB/HIV control—
particularly the engagement of CBOs
working in HIV/AIDS programs—
might be increased and shed light
on how communities could be
further involved in the scale-up
TB/HIV collaborative activities.

The target audience for this study
includes policymakers, TB and HIV
program managers, consultants

to such programs,! and CBOs.

The study recommendations may
also be of value for other projects
and governments that are work-
ing to take TB/HIV collaborative
activities to scale and improve

— i
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the quality of life of individu-
als affected by TB and HIV.

The study team and
its methodology

The study team comprised one
senior international TB consultant
and three Nigerian professionals:

a state-level TB and leprosy coor-
dinator; the deputy director of the
National TB Training Institute; and
the executive director of the Society
for the Prevention and Eradication
of Tuberculosis in Nigeria (SPETBN),
who serves on executive committee
of the GFATM Country Coordinating

AR R R
it depe

885




Engaging Community-based Organizations in TB/HIV Collaborative Activities

Mechanism (CCM) and chairs its
Grant Performance Task Team.

During the initial phase, the study
team benefited from the expert
opinions provided by the TB CAP
technical advisory group from FHI,
the Union, and KNCV. Input was
also derived from key stakeholders
in Nigeria, including experts from
GHAIN, the WHO, and TB CAP.

A literature review used the data-
base Medline and the browser
Google Scholar to search for the
following keywords: TB/HIV, treat-
ment, scale up, home-based care,
community care, CBO, civil soci-
ety, and collaborative activities.
References cited in key articles and
documents produced by the US
President’s Emergency Plan for AIDS
Relief (PEPFAR) were examined.
Websites that addressed best prac-
tices were scrutinized, and websites
of well-known organizations were
investigated for program information
on TB/HIV collaborative activities.

The study team also examined the
HAST model, which engages CBOs
and their volunteers in integrated
TB/HIV activities. Recently devel-
oped and supported by the FHI-led
GHAIN program, the model is
owned and implemented at LGA
levels. CBO volunteers are attached
to primary healthcare facilities, and
CBOs are represented on multi-
stakeholder HAST committees that
draft work plans detailing where
new integrated services should

be located and how many people
should be trained. The HAST com-
mittees and their work plans make
extensive use of collaborative

rapid assessments, initiated and
funded by GHAIN, that identify
public and private service-provision
points within the LGA and supply
extensive KAP and health manage-
ment information system data.

Senior staff from GHAIN and from
WHO/ Nigeria participated in select-
ing the 12 CBOs working in HIV/
AIDS that were studied (annex 1).

Half of them were expected to have
experience with TB/HIV activities.
The organizations varied in size and
geographic coverage and operated in
four states—Oyo and Osun in the
south west, Cross River in the south
east, and Kano in the north. GHAIN
provided the necessary logistic sup-
port for the study team, since the
initiative is scaling up integrated TB/
HIV activities in these states. Even
more importantly, GHAIN facili-
tated entry into communities and
helped to organize meetings with
LGA staff and key stakeholders.

The literature review, the 2004
WHO Interim Policy on TB/
HIV Collaborative Activities, and
other technical frameworks con-
tributed to 56 variables that were
integrated into a questionnaire
that the study team devised to
capture characteristics and core
competencies of the 12 organiza-
tions (annex 2). These sources also
contributed to the team’s identi-
fication of internal and external

Table 5. Characteristics of CBOs Interviewed, Areas of Practice and Core Competencies, and Internal and

External Factors that May Affect Their Engagement in TB/HIV Activities

COMMUNITY-BASED ORGANIZATION ENGAGED IN THE RESPONSE TO HIV/AIDS

Characteristics

Type; function; geographic size; coverage; umbrella organization; length of time in the community; level of interventions;

work with volunteers and/or peer educators

Areas of practice and core competencies

NO. OF VARIABLES

10

Capacity building for individuals, groups, or other organizations; advocacy; community awareness; social mobilization;
stigma reduction; support groups to PLWHA; HCT; home-based or palliative care; clinical care; skills transfer for PLWHA; 22
referral mechanisms; research, IEC; focus on special populations; legal support; small grants management; clinical care;
income-generation for clients; orphans and other vulnerable children; gender and women’s rights

Internal factors

Organizational and management practices, including access to financial and human resources and M&E; types of servic-
es delivered; volunteer recruitment and management; internal policies on TB/HIV; knowledge of national TB/HIV policies; 12
knowledge of TB and interaction between TB and HIV; linkages with NTP and NAP; knowledge of health-seeking behavior,
stigma, KAP studies of health care workers

External factors

National policies on CBO/NGO engagement in general and in TB/HIV specifically; CBO involvement in planning at all levels;
delivery of health services in the community; access to technical assistance; mechanisms of collaboration; access to 12
funding; training opportunities; availability of and access to IEC materials in TB/HIV; involvement of partners in joint plan-
ning; information on health-seeking behaviors of catchment populations; knowledge of TB/HIV among health workers

TOTAL 2




A community meeting in Kano. PHOTO BY DR. BABA GANA ADAM.

factors that could hamper or support
CBO implementation of collabora-
tive TB/HIV activities (table 5).

The questionnaire was piloted with
three CBOs in Oyo State and one
in Osun State. Since only minor
changes were made, the results
were retained. All team members
participated in pilot interviews and
agreed on most appropriate approach
for future interviews: certain ques-
tions would be open-ended, and
respondents would be prompted
only if they provided no response.
Respondents would also be encour-
aged to ask questions if they needed
clarification at any time. At the end
of each interview, respondents were
invited to respond to questions that
attempted to elucidate their percep-
tions of barriers to scaling up TB/
HIV services more broadly. The
involvement of all team members
in the further elaboration of the

questionnaire, pilot-testing, and
the interview methodology helped
to ensure ownership of the pro-
cess and appropriate questions.

After the pilot-testing, two
two-person teams interviewed rep-
resentatives from four CBOs in Kano
and Cross River between March

12 and 28, 2008. A written state-
ment had been developed by and for
team members to guide introduc-
tions. Care was taken to assure the
CBOs that their activities were not
being assessed or evaluated. Instead,
they had an opportunity to learn
more about their own work and
some of the challenges they face.

The lengthy questionnaire developed
by the team was filled in during each
interview, results entered into an
electronic version, and subsequently
compiled into a master template
Excel file by one team member. Data

A Case Study in Nigeria

cleaning was done at each transfer,
and the final data were reviewed and
cross checked for any missing infor-
mation. Written profiles provided by
the CBOs supplemented the informa-
tion gathered during interviews.

Sets of CBO activities were reviewed
in light of the well-recognized need
to engage the community in expand-
ing access to quality services and
through the lens of a definition of

a practice developed by Advance
Africa: “a specific action or set of
actions within a program or activity
that is consistently used in response
to a problem or identified need.”?
The team attempted to determine
the CBO practices that might be
employed to introduce or scale up
TB/HIV collaborative activities,
taking into consideration whether
these practices were innovative, sus-
tainable, and replicable, and if their
success might be context-specific.
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Study limitations

That some key stakeholders
were not available at the begin-
ning of the study period may
have limited their influence and
contributions. Important inter-
national technical partners from
International Federation of Anti-
Leprosy Associations (ILEP) who
provide support to the NTLCP
were not interviewed, perhaps an
oversight in the study design.

The study obtained a snapshot
of different kinds of CBOs in dif-
ferent locations in Nigeria. Time
and funds limited interviews to
12 in four states, and it may not
be possible to generalize results
to the rest of the country.

Though the criteria for selection
should have resulted in an equal
number of organizations undertak-
ing any or no TB/HIV collaborative
activities, this was not the case. All
12 organizations were so engaged,
and this precluded a comparative
analysis. However, the CBOs selected
offered opportunities to examine the
depth and breadth of activities that
the organizations are undertaking.

Although several mechanisms are
in place to coordinate national and
donor programs, the team did not
research the degree to which coor-
dination is occurring. In addition,
the study team did not investigate
systematically the barriers being
encountered by CBOs implement-
ing collaborative activities. Instead,
the CBOs were asked to comment
on barriers to scaling up TB/HIV
collaborative activities that similar
organizations might encounter.

Notes: Case Study

1 For the purposes of this study, TB and HIV
consultants are experts who provide technical
support to national TB and/or HIV programs and to
CBOs.

2 Torres, Mercedes, Advance Africa Project: best

practices final report (Arlington, Va.: Management
Sciences for Health, 2005) <http://pdf.usaid.gov/
pdf_docs/PDACF704.pdf>
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CBOs Interviewed: Characteristics, Core
Competencies, and Engagement in TB/HIV Activities

Characteristics

The 12 organizations selected for
the study are private and not-for-
profit. All are registered: four at
the national level, nine at state
level, and three at LGA level (see
annex 1). Seven described them-
selves as CBOs, one as an FBO,
and four as NGOs; one of these is
a local branch of a national NGO.

The organizations have been work-
ing in HIV/AIDS for between 1
and 17 years (five for more than

10 years and four for between

5 and 10 years). All stated that
they have plans for expansion, but
only one suggested that this was
contingent on funding levels.

Two of the organizations are national
in scope, two intervene at the
regional level (several states in the
south west), and all provide services
that usually cover the populations of
several LGAs. Four described them-
selves as “umbrella organizations”
that support smaller organizations
in the same state or within a region,
in addition to the services they pro-
vide for local populations. Another
large NGO provides consultation
services to other institutions and
organizations, but did not consider
itself to be an umbrella organization.
One of the larger umbrella NGOs
supports as many as 50 smaller
organizations across several states.!
Four smaller CBOs are part of the
umbrella organizations interviewed.

Only one large umbrella organiza-
tion reported that it participates
in meetings of TB/HIV coordi-
nating bodies at state and LGA

A SWAAN hotline volunteer. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

levels. With one exception, all
organizations are members of state
action committees on AIDS.

Through their referral activities,
all organizations have linkages
with health facilities that provide
TB services. All belong to various
HIV/AIDS networks—for example,
four to the Network of People
Living with HIV/AIDS in Nigeria
(NEPHWAN) and five to CiSHAN.
Two organizations belong to the
network of Damien Foundation
Belgium (DFB) that works in TB.

Organization and
management of CBOs

With donor assistance, most of

the CBOs have improved their
governance structures and opera-
tions and concurrently developed
their human resource base. The
CBOs—especially those long estab-
lished in their communities and the
umbrella organizations—had quite
well defined governance structures,
and most possessed lists of cur-
rent and past activities or projects.
Nine of the organizations seemed



Engaging Community-based Organizations in TB/HIV Collaborative Activities

Example of an organogram developed and implemented by a local CBO,
Oyo State. PHOTO BY DR. BABA GANA ADAM.

to possess components of good
management: paid staff, planning,
internal supervision, and capac-

ity for resource mobilization and
monitoring and evaluation (M&E).
The three that did not fulfill these
criteria had no paid staff, though
they managed a cadre of volunteers.
The quality and effectiveness of
the management components were
beyond the scope of the study.

The team found that CBO mandates
were enshrined in vision and mis-
sion statements, goals and objectives,
and in descriptions of strategic
approaches to achieve goals. Three
organizations said they were familiar
with national policies and current
guidelines on collaborative TB/

HIV activities, although none could
produce copies of these documents.
Organizations that have been work-
ing for many years with DFB are
familiar with its policies on TB/HIV
and possess protocols and algorithms
for TB/HIV collaborative services.?

Ten organizations have policies

to engage PLWHA on staff or as
volunteers, although these poli-
cies may be unwritten. Two stated
specifically that they adopted GIPA
as guidance for their hiring poli-
cies. Only two stated they have an
HIV/AIDS workplace policy, and
one described educational materi-
als on HIV/AIDS that had been
provided to staff for that purpose.

Three organizations provided cop-
ies of annual plans that outlined
objectives, activities, time lines,
and persons responsible for meet-
ing objectives. All responded that
internal supervision occurs on a
regular basis, but with little detail
about it beyond regular meetings
with staff. One CBO suggested
that supervision was accomplished
through the board of trustees, and
four reported “internal audits”

as part of internal supervision.

Nine of the CBOs have paid staff
with specific managerial responsibili-
ties and technical expertise. Six of

the organizations have dedicated
M&E officers or at least part-time
staff whose time is dedicated to
M&E. These staff use a variety of
tools, depending on the activity and
the donor, and indicators are often
based on project-specific require-
ments. Some tools are improvised,
including handmade wall charts
that keep track of activities and
the number of clients receiving
care. However, in two sites where
DFB operates in partnership with
the CBOs, standard records, reg-
isters, and reporting formats are
used to capture TB/HIV informa-
tion. In sites implementing the
HAST model, new referral formats
are used, along with state record-
ing and reporting formats.

All staff work with full-time or
part-time volunteers who carry
out most of the organization’s
activities. The number of volun-
teers depended on the CBO’s size
and reach, and ranged from 5 to
more than 200.> Some volunteers
are considered to be community
leaders and have paid employment
elsewhere, and some have opted
for a volunteer position in the hope
that a paid one becomes available.

The recruitment process for vol-
unteers varies greatly. Some
organizations actively recruit during
presentations at church functions

or community mobilization efforts,
while others place advertisements
in local papers. Passive recruitment
also occurs when attendees at CBO
events ask to join the organization.
Few organizations referenced a for-
mal screening process for volunteers.

Most organizations said their senior
staff train and mentor volunteers.
None of the CBOs provide volunteers
with financial remuneration, though
all but two report volunteer incen-
tives that may include a small stipend
or vouchers to cover transportation
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or other logistical costs. Four
referred to training opportuni-
ties as incentives for volunteers.

Volunteers support CBO fundrais-
ing activities in local communities;
they are also active in peer educa-
tion, community mobilization and
awareness, and advocacy. As well,
volunteers provide psychosocial
support for HIV-positive clients,
accompanying them to clinic visits,
to referrals and counter referrals, and
often to some kind of follow-up. Ten
organizations said their volunteers
provide home-based or palliative
care, and four said a few of their
volunteers either assisted with or
provide HIV counseling and testing
(HCT). Eight organizations referred
specifically to the involvement of
their volunteers in TB/HIV activities,
such as referrals for symptomatic
individuals (8); default tracing

from TB treatment (6), community
mobilization (6), and DOT (6).

Technical assistance

All 12 organizations received tech-
nical assistance to improve their
management functions. FHI provided
technical assistance to six, under the
Implementing AIDS Prevention and
Care Project (IMPACT) and under
GHAIN. The COMPASS Project was
referenced by one organization.
Support provided by other donor ini-
tiatives has been delivered through
the Network on Ethics/Human

Rights, Law, HIV/AIDS Prevention,
Support and Care (NELA); the
National Action Committee on
HIV/AIDS (NACA); and the Civil
Society Consultative Group on HIV/
AIDS in Nigeria (CiSGHAN).

Most CBOs interviewed have also
received training in TB from either
a technical partner or the state TB
program.* Though many of these
partners have the capacity to pro-
vide technical assistance to scale
up TB/HIV collaborative activities,
assistance is largely donor-driven
and has been targeted to 12 states.

Resource mobilization

The CBOs had different methods of
accessing funds for their operations.
Most undertake local fundraising
events, and five receive donations
from patrons or individuals on an ad-
hoc basis. To finance new initiatives,
three organizations state they track
and respond to calls for proposals.
Others seek out donors who may be
interested in their projects and then
write concept papers requesting sup-
port and send them on through local
or state action committees on AIDS.
One NGO hosts a computer course
on its premises whose revenues
cover 50 percent of the organiza-
tion’s rent and operating costs.

One umbrella organization provides
grants to smaller organizations, and
some of the smaller CBOs inter-
viewed obtain funds and fundraising

support from umbrella organizations.
CBOs linked to DFB and GHAIN

are provided with targeted funding
to undertake TB/HIV activities.

CBO knowledge of TB, TB/HIV,
and stigma

All organizations reported a heightened
level of awareness within their organi-
zations of TB, its mode of transmission,
TB signs and symptoms, treatment,
and the impact of TB on PLWHA.
Some organizations responded that
both TB and HIV lower the immune
system, and all underscored the
importance of completing therapy.
They all identified TB as an impor-
tant cause of morbidity and mortality
among their HIV-positive clients.

TB was seen as a problem and
health concern for CBO staff, espe-
cially for HIV-positive volunteers.

At least two staff from different
CBO:s testified on the impact of
their personal experiences with TB,
access to care, and eventual cure.
One respondent said he actively
encourages all clients attending his
support groups to be screened for
TB and urges those who are symp-
tomatic to seek immediate care.

Nine organizations referred to legal
issues and discriminatory actions
that had adversely affected their
clients. The legal issues pertained
to matrimonial inheritance or
access to university training, while

Table 6. Core Competencies and Areas of Practice Reported by CBOs

BY MORE THAN 80%

Referral: 12
Home-based care: 10
Support groups: 11

BY 50 TO 80%

Income generation: 9

Capacity building (groups): 9

Community awareness: 8

Special or hard-to-reach populations: 9
Stigma reduction: 8

Capacity building (organizations): 7
Training, management of peer educators: 7
Impact alleviation: 7

BY LESS THAN 50%

Gender and women'’s rights: 6

IEC printing and distribution: 6
Advocacy: 5

Social mobilization: 5

Research: 5

Clinical care:5

Skill-building for PLWHA: 4
Counseling/referral for testing: 3
Legal support or legal advocacy: 3
Small grants management: 1
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the actions included domestic dis-
crimination and barred access to
housing. Two organizations said
they had been targets of discrimina-
tory acts. One relocated as a result
and no longer advertises its ser-
vices beyond its name on the office
premises. Respondents also related
personal experiences with stigma
and discrimination; many of these
involved healthcare services.

Stigma around TB is seen as very
important, negative influence on
timely health-seeking behavior. One
respondent CBO suggested that more
stigma exists around TB than around
HIV infection. Another respondent
attested that TB was a “big issue,”
even among his own family mem-
bers. Certain common beliefs were
said to perpetuate ignorance and
fear, including that TB can be con-
tracted by sharing cups and utensils.

Eight organizations take part in
stigma-reduction activities, includ-
ing awareness campaigns and the
development and dissemination of
information, education, and com-
munication (IEC) materials. Two
reported that they take an aggres-
sive approach to reducing stigma
within the healthcare system

by developing and implement-

ing training courses that target
both health workers and CBOs.

Volunteers from one CBO attested
that people who are on ART and do
well often become advocates, and
they have helped to dispel issues
around stigma. Many support-group
leaders who have been on ART

for several years now focus their
attention on wellness, and this has
helped to decrease the stigma that
affects their clients. A few individu-
als said they had TB in the past, but
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followed the treatment regimen and
are now doing well. They provide
examples of how TB can be cured
and are advocates in their sup-

port groups and among the clients
and communities they serve.

CBO core competencies and
areas of practice

Table 6 and annex 3 summarize the
core competencies articulated by the
CBOs during interviews. All provide
support to PLWHA, and most said
they also support individuals outside
their catchment areas. All provide
psychosocial support and home-
based care (HBC), and more than 80
percent are involved in patient refer-
rals. The umbrella organizations also
undertake direct service provision for
PLWHA. More than half of the CBOs
interviewed already have experience
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TB lab at Lagos Mainland Hospital. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

that would be useful for introducing
and scaling up TB/HIV activities.
These include IEC and community
awareness campaigns; social mobili-
zation; and work to reduce stigma.

Clinical services and referrals

The CBOs’ levels of interven-
tion within the health system
varied. Though only one stated
that clinical care is a core com-
petency, five provide clinical
services in an onsite facility.

Although no organization considers
its work in TB/HIV as a core com-
petency, all are involved in referrals
and counter referrals that include TB
services. Eleven undertake screen-
ing and referral for TB-symptomatic
individuals or refer TB-symptomatic

clients for screening and further
investigation. Only two provide
isoniazid prevention therapy (IPT),
two provide DOT through their
HBC programs, and six assist in trac-
ing individuals defaulting from TB
treatment. None has a plan for TB
IC, though many implement cough
hygiene in congregate settings.

All organizations referenced their
support for referral and counter-
referral services between HIV/
AIDS clinics (ART sites) and TB
services and to other services,
such as prevention of mother-to-
child transmission of HIV. CBOs
that provide facilitated referrals for
both TB and HIV services assign
volunteers who accompany clients

to clinic visits and assist them
with any follow-up required.

Referral systems reported and
observed involved tracking patient
movement between clinical services
and community care. Many orga-
nizations maintain patient files and
registers for recording these activities
and any follow-up that is expected.
Other CBOs were more informal

in recording and reporting; at least
three inscribed part of the informa-
tion on wall charts and tables.

Respondents also mentioned stigma
and denial resulting in loss to
follow-up and to feelings of being
stigmatized by healthcare work-

ers at clinical visits. They also
mentioned staff in clinics who feel
overwhelmed, as well as a lack of
funds for transportation. Three orga-
nizations that provide HCT often do
so in the privacy of clients’ homes,
but they reported an irregular supply
of kits and materials such as gloves.

Work with special or hard-to-
reach populations

In addition to working with
PLWHA, many CBOs work with
high-risk populations or in high-
risk settings. One works with drug
users; nine work with in-school
and out-of-school youth; five with
prison populations; and five with
motorcyclists in community trans-
portation and/or truck drivers. One
organization focuses exclusively on
HIV-positive couples, two said they
work with uniformed men, and
two have developed interventions
that target sex workers. Six assist
with the registration of orphans
and other vulnerable children and
train volunteers to care for them.

Two organizations work specifically
with women. One took a special
interest because women in their
catchment area were “un-reached
with HIV information because of



cultural issues. Their husbands
were not willing to provide them
access to information, and many
of these women were giving
birth to HIV positive babies.”

Research

While five organizations said they
had undertaken or been involved

in any research activity, only one
considers research a core compe-
tency. This CBO was currently
engaged in a validation of syndromic
treatment with an on-site labora-
tory and a KAP study on STIs.

Two organizations mentioned their
contributions to GHAIN baseline
surveys and needs assessments.
Organizations implementing

the HAST model were aware of

a baseline assessment for TB,
including knowledge, attitudes,
and practices (KAP) studies.

Factors external to CBOs
that may affect their
engagement in collaborative

TB/HIV activities

CBO collaboration in TB/HIV
activities may be facilitated by
national policies that encourage
their engagement in general and in
TB/HIV specifically; the existence
of mechanisms of collaboration
and linkages between CBOs and
national TB and national AIDS
programs; and the availability of
technical assistance, training, fund-
ing, and IEC materials in TB/HIV.

During the study, CB-DOTS or
CTBC had only just begun in
Nigeria, and it is now being imple-
mented in selected LGAs. Draft
CTBC guidelines did not mention
inclusion of CBOs, although vol-
unteers and community health
workers figure prominently. This

has changed as a result of study
findings: CBOs and NGOs are now
to be considered in implement-

ing and scaling up TB-DOTS.

At the time of the study team’s mis-
sion, national guidelines for TB/
HIV collaborative activities that
stipulate the involvement of CBOs in
the planning and implementation of
TB/HIV activities were still in draft
form and had not been circulated
broadly. Though GHAIN and DFB
include CBO involvement in their
targets for TB/HIV collaborative
activities, no further information
was available on how other techni-
cal partners work with CBOs to
implement TB/HIV collaborative
activities in other areas of Nigeria.

As of the end of 2007, Nigeria’s
national TB/HIV work plan had
been introduced in at least 12

states. The draft report of Nigeria’s
National TB/HIV Working Group

for 2007 makes scant mention of the
non-TB CBO community, though it
describes the status of TB/HIV col-
laboration nationwide, lists technical
partners and their geographic and
technical focus, and includes recom-
mendations to improve services.

With few exceptions, opportunities
to enhance collaboration through
local and or state mechanisms are
poorly defined.> The promise of bet-
ter coordination between partners,
implementers, and other stakeholders
can be seen in the HAST commit-
tees whose establishment at the LGA
level is facilitated by GHAIN. These
committees have broad representa-
tion; their members may include HIV
and TB coordinators, community
and religious leaders, youth organi-
zations, volunteers, and public and
private providers (including phar-
macists and general practitioners).°
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CBO contributions
that address TB/HIV
implementation challenges

Table 7 (page 22) uses the frame-
work set out by the WHO /nterim
Policy on TB/HIV Collaborative
Activities alongside reports that refer
to challenges in implementing TB/
HIV activities. The framework is also
used to categorize TB/HIV activities
being undertaken by the CBOs inter-
viewed as well as gaps observed.

Major contributions of the CBOs
included—nbut are not limited
to—M&E, screening for TB and
referrals; HIV prevention services,
including HCT or counseling and
referral for testing; and care and
support to PLWHA. Major gaps
included participation in coordinat-
ing mechanisms for TB/HIV and
provision of IPT and cotrimoxazole
preventive therapy (CPT). ®

Notes: CBOs Interviewed

1 It proved difficult to estimate the sizes of populations
reached by umbrella organizations and the array of
networked organizations that they support, since
target populations varied and depended on specific
activities.

2 The DFB is one of the four member-organizations
of the International Federation of Anti-Leprosy
Organizations (ILEP) that is working to support
TB and TB/HIV in Nigeria. The DFB works in
coordination with other ILEP associations, and
with the International Union Against TB and Lung
Diseases (IUATLD) and the WHO.

3 The FBO interviewed works with about 120
volunteers. Four NGOs work with between 6 and
238, the range for three CBOs is between 5 and 33,
and for three others it is between 119 and 238.

4 The Tuberculosis Training Institute, based in Zaria,
offers courses in TB and in TB/HIV and will tailor
curricula to healthcare workers in the public or
private sectors. To date, however, no plan has been
developed to increase CBO access to these training
opportunities.

5 van der Grinten E, Oyama E, A desk study TB-CAP,
op cit.

6 Family Health International, Draft concept paper for
the engagement of community- based organizations
(CBOs) for the implementation of the LGA
HAST model, unpublished, 2007; Family Health
International, HIV/AIDS, sexually transmitted
infections, and tuberculosis (HAST) model of
community TB care, op cit.
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Table 7. WHO Policy, Implementation Challenges, and CBO Contribution to Address Gaps

WHO INTERIM POLICY
ON COLLABORATIVE
TB/HIV ACTIVITIES

EREPORTED GAPS AND PROBLEM AREAS

%CBO CONTRIBUTIONS TO ADDRESS GAPS

2007 Report on TB/HIV
Collaborative Activities in Nigeria

2008 TB CAP
Desk Study

Collaborative Activities Reported

ESTABLISH THE MECHANISMS OF COLLABORATION

Set up a coordinat-
ing body for TB/HIV
activities effective at
all levels

Conduct surveillance
of HIV prevalence
among TB patients

Carry out joint TB/HIV
planning

Conduct monitoring
and evaluation (M&E)

DECREASE THE BURD

Establish intensified TB
case-finding

Introduce isoniazid
prevention therapy (IPT)

Ensure TB infection
control (IC) in high-risk
settings

12 of 37 states have TB/HIV coordinating
bodies. However, possible cessation of
funding cited as potential problem

« Coordination of all partners
« Activities mostly donor-driven

* Great distances between TB and
HIV services

* GFATM recipients in same areas

« Different training needs for TB and
HIV staff

* Poor logistics

« Sentinel surveillance planned
but lacks funds

« Joint planning only at national level, in
12 states, and in pilot areas

« Lack of adequate supervision at all levels
* Poor record-keeping

 Cost and access to x-rays for SS+ clients

* Increased workload precludes
testing patients

« Stock-out of drugs

 Only few sites
* Availability of x-rays for diagnosis
* |soniazid problematic

* No TB IC plans at facility level
* No mention of congregate settings

DECREASE THE BURDEN OF HIV IN TB PATIENTS

EN OF TB IN PEOPLE LIVING WITH HIV

 Only some states with TB/HIV
collaborative activities

 Gaps at LGA levels for
coordination

* Coordination between partners

and activities still not harmonized

* M&E tools used by some imple-
menters not standardized or
comprehensive enough

* Need for updated NTP records,
TX cards, and registers

* Little funding available for
reproduction

* Availability of x-rays
* Reading of x-rays

* Few facilities with TB IC plans
* TB IC guidelines not available

* One CBO said it had participated in a coordinating
body meeting for TB/HIV at any level—in this
case, at both the LGA and state levels with TB
counterpart (DFB)

 Twelve CBOs ensure referral

* Many maintain registers, though variability
in registers observed registers

* Only two CBOs mentioned participating in joint
planning activities outside DFB pilots

* Five of seven CBOs participated in M&E activities
for TB/HIV; however tools are not standardized

* DFB and GHAIN sites receive regular monitoring for
TB/HIV collaborative activities

» Two CBOs cross-check HCT and TB registers with
TB clinic staff

* Eight of eleven CBOs screen and refer
TB suspects

 Two refer for screening and diagnosis
« All follow-up referrals

* Three CBOs provide IPT to DFB
collaborating partners

 None of the CBOs has a plan for TB IC, although
many implement cough hygiene and cough
etiquette in many support groups

 One has formal policy to separate TB suspects

Provide HIV testing and
counseling (HCT)

Introduce HIV
prevention methods

Introduce co-

trimoxazole preventive :

therapy (CPT)

Ensure HIV/AIDS care
and support

Introduce antiretroviral
therapy (ART)

* Lack of support for free HCT in TB-DOTS
centers

*n/a

* Poor uptake of CPT

» Some partners are working through the
NGO community in different states

*n/a

» Many partners provide HCT

°n/a

* Only some HIV partners

provide CPT

* Provided by US Government
partners

*n/a

* Three CBOs provide HCT or counseling and eight
refer for testing

* One small CBO located within hospital provides
HCT to TB patients

* Eleven CBOs distribute condoms
« All target high-risk groups

* Two CBOs provide CPT
¢« CPT is provided through ART clinics

« All CBOs provide social support to PLWHA—HBC
(12), nutritional support (7), counseling (12), health
and wellness education (3), income-generation for
clients (9), skills-building for future employment (4)

* No CBO is providing ART, but all are involved in
treatment adherence through HBC
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Practices that Facilitate the Scale-up of
TB/HIV Collaborative Activities

fter conducting interviews,
the study team considered
practices implemented by

the CBOs that might contribute
the most to efforts to scale up TB/
HIV collaborative activities. Though
subjectivity could not be avoided,
the backgrounds of team members
in TB control minimized it and
contributed to reaching consensus.
The team identified seven current
CBO practices whose introduction
and replication were likely to make
contributions to this scale-up and
noted the CBO involvement in the
HAST model developed by GHAIN.

CBO Practices

Referral systems between
clinical and community care

Two of the CBOs partnering with
DFB (an ILEP member) use its stan-
dardized referral systems to link
TB services, HIV/AIDS care, and
community support for quality care
for co-infected patients. This has
contributed to the scale-up of com-
prehensive TB/HIV services. The
points of entry of clients into TB/
HIV care and referral include the TB
clinic, HCT services offered by the
CBO, and HIV clinical care. Good
management practices through joint
M&E and supervision have had a
significant impact on the success

of this integrated referral system,
and the joint effort has contributed
to increased client uptake and
resulted in greater credibility and
recognition from the community,
government, and other NGOs.

Government policy on care and sup-
port of dually infected patients has

Many CBOs maintain and update records on their clients and refer them for TB

screening and follow-up. PHOTO BY DR. BABA GANA ADAM.

been influenced by the success of
these partnerships. The government
now has greater confidence in the
ability of partnerships between local
TB clinics and the CBOs to deliver
high-quality care, and it has also
contributed to the evidence-base for
rapid scale-up of comprehensive TB/
HIV services that encompass health
facilities and the community.!

CBOs serve as an important entry
point to a continuum of client—
focused care: They offer intensified
case-finding through symptom
screening and appropriate refer-
ral, and the follow-up they provide

for clients is incorporated into
their PLWHA support groups.

Many of the individuals who pro-
vide HBC as part of CBO activities
are trained in DOT for TB and
provide patient follow-up. The CBO
organizes and keeps track of client
referrals, maintains HCT registers,
and refers individuals testing posi-
tive to TB clinics for screening and
follow-up. CBOs, together with

the TB clinic staff, review and
cross-check HCT and TB program
registers and provide support in [PT
and in tracing defaulters through
networks of volunteers. These CBOs
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also provide HCT services to those that offer spiritual and emotional their clients. All clients are referred
patients diagnosed with TB and support and provide support for to local support groups for PLWHA.
referred from the local TB clinic. treatment literacy and adherence.

HBC is provided as needed. Many CBOs also address cough
At the same time, the NTP and ILEP etiquette and cough hygiene—one
partners ensure policies, procedures,  Though the entry point for PLIWHA of ten essential actions in effec-
and protocols are in place; flow is often through HCT, it can occur tive TB IC in congregate settings
charts are available; and standard anywhere on the continuum of such as support groups. Most
recording and reporting formats care. The intake assesses clients’ provide condoms and information
capture referrals to different services.  cultural and socioeconomic status, about HIV prevention to clients.
These partners, together with the and needs are recorded in patient
CBOs, are responsible for regular files. Referral appointments to clini- ~ CBO staff and networks of full-
systems of supervision. The techni- cal care are provided with follow-up. ~ time and parttime volunteers

cal partners also provide training in N establish and maintain relation-
TB and TB/HIV, HIV test kits for TB Most CBOs undertake fundraising ships with staff in health facilities.

efforts that allow supportive activi- Some of the volunteers are active
ties to be tailored to clients’ specific or retired healthcare workers, and
needs, such as paying for the cost of  they provide training on interper-
their x-rays or other diagnostic tests sonal communication and stigma
Client-focused care and nutritional support. Some CBOs  reduction for health workers. In
may also offer skills-building and addition to being involved in client
income-generation opportunities for care, many volunteers are engaged

patients, and isoniazid for IPT for
HIV-positive clients who are screened
and found negative for TB disease.

Most of the CBOs interviewed pro-
vide client-oriented support services.
The promotion of client-focused
care has helped to increase com- S L l ] ﬂh WL
munity awareness and decrease e ¥ )

stigma around HIV, and it is mak- Y a 2 '
ing attempts to deal with stigma
around TB. Client-focused care has
also resulted in increased testing for

HIV in TB patients, better adherence fA ; e rRIET SPP.!EE
to treatment for TB and HIV, and  GARE PITA D ON AL
improved quality of life for many g il lTl‘
clients. Some of the CBOs address x | [ ﬁ"--'b‘”

; CARE

gaps in TB/HIV services by providing
facilitated referrals, directly observ-
ing treatment, and tracing defaulters
from clinical appointments.
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Client-focused care is provided by
CBOs whose mandates focus on
PLWHA care. Respect, dignity,
and confidentiality are important
elements, and PLWHA involve-
ment is usually encouraged. Many

PLWHA who are active volunteers f"ﬁu IAT Ive
now concentrate on wellness and =MOTIONA)
caring for others. Compassionate = F'ﬁllr'l"E

care is the hallmark, provided
through direct services or indi-
rectly through support groups
affiliated with and supported by

the CBOs. In addition, many CBOs Hand-drawn poster of client-centered continuum of care and entry points into
will also refer PLWHA to programs clinical and community services. PHOTO BY DR. BABA GANA ADAM.
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in community—level activities,
such as community mobilization
and awareness efforts. Stigma is
addressed through such efforts,
as well as on an individual level
and within support groups.

Use of umbrella organizations

Umbrella organizations engaged
in HIV can contribute efficiencies
to the scale-up and implementa-
tion of national and regional
policies and assist communication
between national programs and
communities. This is particularly
important in countries such as
Nigeria, where umbrella organi-
zations with networks of many
local CBOs can provide training
and supportive supervision and
deliver culturally appropriate mes-
sages through their networks to
enhance awareness of TB/HIV.

In addition, umbrella organiza-
tions can represent and act on
behalf of similar institutions on
state and national platforms. They
make available lessons learned by
one small NGO to others in the
network, and they make available
to national programs knowledge
about the experiences of local HIV
organizations and the infrastruc-
tures they are using for advocacy
and to mobilize communities.

Umbrella organizations with long
presence in communities usually
have clear mandates, as well as
delineated roles and responsibilities
vis-a-vis networks and partner orga-
nizations. When they have strong
relationships with national, state, and
local networks, they ensure coher-
ent strategies and implementation
of policies. Umbrella organizations
provide technical assistance to
smaller organizations; help to coor-
dinate their networks; and provide
managerial and organizational sup-
port, mentoring, and supportive
supervision. These organizations
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Community TB mobilization, Deidei Cattle Market, Abuja.

PHOTO BY DR. BABA GANA ADAM.

often attract highly skilled pro-
fessionals as employees and as
volunteers. They may also possess
the ability to manage small grants
programs, monitor and supervise
recipients, and mobilize and access
funding from different sources.

When involved in planning and
implementing HIV and TB/HIV
services, umbrella organizations use
their extensive networks to expand
and outsource activities, includ-

ing HBC, HCT, advocacy, social
mobilization efforts, community
awareness campaigns, and distri-
bution of [EC materials. Through

their networks, they can reach
marginalized populations that may
be at high risk for HIV and TB.

Gender-sensitive and culturally
sensitive strategies

Culturally sensitive approaches
developed and implemented by CBOs
have resulted in changes in health-
seeking behavior and increased
diagnosis and treatment of TB and
HIV. Their culturally specific and
gender-specific activities have been
recognized as such by organiza-
tions who request from the CBOs
technical assistance and support
to replicate their approaches.
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The work of CBOs is often adapted
to local cultural environments

and to significant gender issues.
Often female volunteers work
with women, reaching many who
have limited access to informa-
tion, support, and services.

CBOs with gender-specific and cul-
turally sensitive approaches have
taken great care to cultivate good
working relationships with com-
munity and religious leaders (such

as pastors and imams) and garner
their support. The organizations
thus raise awareness among religious
and community leaders who can
effectively promote interventions.

Implementation of GIPA

UNAIDS policies on GIPA (greater
involvement of people living with
HIV and AIDS) foster a focus on

PLACO volunteer caregivers. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

wellness and help to decrease
stigma. GIPA has enabled many
PLHWA who work or volunteer for
CBOs to speak freely about their
experiences, hopes, aspirations, and
reasons for becoming active in the
response. The policy also encour-
ages ownership of issues around care
and support. It encourages PLWHA
to take back control of their lives,
keep themselves well, and reach
out to others who are affected.

Ten organizations stated that they
adhere to the GIPA policy, and
PLWHA were well represented
among the staff and volunteers inter-
viewed. For many, both wellness
and access to comprehensive care
are important topics. Some were
open about their status and eager

to share personal experiences relat-
ing to their access to health services

and to stigma. Stigma continues to
be a real issue, but many suggested
that some improvements have been
seen, and that stigma will continue
to decrease as ART becomes more
available. Most were well aware of
the linkages between TB and HIV,
and they have incorporated preven-
tion of TB into their activities. Two
respondents related personal experi-
ences as TB patients, their treatment,
and ultimate cure, and they said

are enthusiastic advocates for early
detection and treatment completion.

Many PLWHA lead PLWHA sup-
port groups and provide assistance
to other groups that are starting
up. Many have become involved

in promoting skills-building oppor-
tunities for income generation.
They also take part of fundraising
activities and engage in community



mobilization, awareness cam-
paigns, and peer education.

Volunteer recruitment,
retention, and management

All CBOs interviewed have man-
dates to work with volunteers.
Although the focus is on support-
ing community—based activities to
prevent and mitigate the impact
of HIV, the organizations have
expanded their volunteer activi-
ties to encompass TB, and they
seem to address it consistently.

To date, the NTLCP program has
limited experience with recruiting,
retaining, and managing volunteers
and even more limited experience
in working with a volunteer base
through CBOs. Volunteers, under
the direction of the CBO, and,

to some degree, in partnership
with the NTLCP, have contrib-
uted to increased awareness of
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TB, active case finding, support to
IPT, treatment literacy, and DOT
and IC in congregate settings.

The number of volunteers work-
ing for the CBOs ranged between
6 to more than 200. Recruitment
strategies varied among and within
organizations. CBO volunteers
who participate in regular meet-
ings where activities, problems,
and client issues are discussed and
reviewed are kept engaged and up
to date. Senior staff often provide
ongoing training and mentoring.

Many volunteers have served a given
organization for long periods, and
they are highly valued by its staff as
well as by their communities. They
are rewarded with a sense of belong-
ing, the gratification derived from
helping others, and recognition from
their communities, including from
religious institutions whose missions
and mandates support the concepts

SWAAN counselor with a client. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.
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of compassionate care and volun-
teerism. None of the CBOs provide
financial remuneration to volunteers.

Incentives and enablers are impor-
tant factors in attracting and
retaining volunteers. They are also
provided with training opportuni-
ties, and they learn skills that they
can apply elsewhere and that may
help them to obtain paid employ-
ment. Some CBOs can access
funds to support volunteer activi-
ties, such as facilitated referrals,
transportation, and HBC kits.

Income-generation to sustain
operating costs and client-
focused activities

All organizations have well-defined
donor bases within their communi-
ties. Fundraising is also supported
through linkages with local and/
or religious institutions and some-
times by the business sector.

Some CBOs have patrons or board
members who make regular dona-
tions and to whom they can turn
if they have an immediate need.
The CBOs host local social events
and fundraising campaigns.

The CBOs interviewed do not rely
on one donor to sustain their work;
other sources can sustain activities if
a donor ends its support. Flexibility
in resource mobilization allows the
organizations to be responsive to
their mandate and permits more
flexibility in addressing individual
client’s needs. Entrepreneurial
approaches decrease reliance on
donors and community philan-
thropy and promote sustainability.

The HAST integrated
service model

The HAST model provides inte-
grated care for HIV/AIDS, STIs,
and TB at primary health centers
and in communities. Tools and
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approaches developed support com-
prehensive service-planning and
coordination. HAST ensures that
basic services such as HCT and

TB diagnosis and treatment are
within reach of the communities.
The establishment of HAST com-
mittees has increased community
representation and participation.

GHAIN provides technical and
financial assistance to implement the
model, but state and LGA authorities
own and support it. After agree-
ments are sighed, GHAIN, the LGA,
and disease control programs con-
duct a collaborative rapid assessment
of a given LGA to identify service
provision points and collect KAP and
health management information sys-
tem data. GHAIN then transparently
selects umbrella CBOs that have the
capacity to render community-based
activities through their volunteers.

The CBOs that are selected work in
a specific catchment area, and they
identify the volunteers who are to be
attached to the primary healthcare
facilities within it. The volunteers
receive training and supportive
supervision. The CBOs are repre-
sented on HAST committees, which
draft initial work plans for integrated

activities that are based on the
findings of the rapid assessments.

Notes: CBO Practices
1 International HIV/AIDS Alliance, Community

engagement for universal access, op cit.

The HAST model also entails the
implementation of standardized
reporting and recording formats,
monitoring systems, and regular
M&E. Service-related problems
are fed back to the HAST com-
mittee, and corrective actions
are taken through the LGA’s
supervisory mechanism.

Though recently designed and imple-
mented, the HAST model seems to
be well known in the communities it
serves. This is a reflection of impor-
tant efforts to be inclusive and the
in-depth knowledge that is collected
about the populations and health ser-
vices in these locales, including with
KAP surveys. The model has many
entry points into the community—
through the TB program, the HIV
program, or CBOs. Staff engaged

in implementing the HAST model
provide continual technical sup-

port to the CBOs and respond to
immediate operational issues, such
as the lack of laboratory supplies for
TB diagnosis. Recording and report-
ing formats have been designed

to ensure follow-up of patients
between services, but the data they
generate are not yet available. |
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Discussion, Conclusions, and CBO Recommendations

ommunity involvement has
been advocated as a cost-

effective strategy to accelerate

the expansion of TB and joint TB/
HIV services. Studies demonstrate
that treatment outcomes among TB
patients cared for in their communi-
ties were equivalent to or frequently
better than those of patients treated
through health facilities. TB treat-
ment success rates for programs
implementing community-based TB
care often reached the global target
of 85 percent, even when taking
into account the frequently high TB
case fatality in high HIV prevalence
populations. In addition, costs asso-
ciated with community-based TB
care were often 40 to 50 percent
lower than for health facility-based
care, and the cost-effectiveness

of community-based TB care was
approximately 50 percent higher.!

Since the late 1990s,% the WHO has
been making recommendations in
this area that have been reinforced
by international bodies. The WHO
has recognized the contributions of
CBOs and community structures
developed to respond to the HIV/
AIDS epidemic, and it has advocated
that these be harnessed to expand
TB and TB/HIV activities. Exactly
how they could contribute should
be determined in partnership from
the outset. This approach, building
on extant CBO infrastructure, is
preferable to setting up new sys-
tems, groups, and organizations.?

Notwithstanding, few articles in
peer-reviewed journals describe
how CBOs working in HIV/AIDS
have been employed to scale up
TB/HIV collaborative activities.*
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Community TB mobilization, Abuja. PHOTO BY DR. BABA GANA ADAM.

Though the grey literature contains
numerous references to relevant
reports or pilot projects, including
in Cambodia, Tanzania, Ethiopia,
and Rwanda,’ peer-reviewed litera-
ture does not reflect the enormous
amount of work undertaken by CBOs
to expand HIV/AIDS services—
only two articles referred to their
work in TB as well as HIV/AIDS.®
Perhaps one explanation is that the
AIDS community until recently
referred to TB as one of many oppor-
tunistic infections in HIV-infected
individuals and no special report-
ing was deemed necessary when
organizations paid attention to TB.”

Since 2002, Nigeria has been moving
forward with TB/HIV collabora-

tive activities. Many partners have
contributed, both technically and
financially, to the country’s joint
TB/HIV national work plan. Recent
reports by the National TB/HIV
Working Group suggest that demon-
strable progress has been made on
many fronts.2 The CBO commu-

nity in Nigeria has and continues

to marshal efforts to address the
growing HIV/AIDS epidemic with
unprecedented donor funding and
technical support, including from the
GFATM, PEPFAR, and World Bank’s
Multi-Country HIV/AIDS Program.
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Community mobilization rally in Kano. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

The HAST model has been only
recently implemented in Nigeria.
Among many components of interest
are its systematic baseline assess-
ments that review the availability
and quality of service delivery, KAP
of both clients and healthcare work-
ers, mechanisms of coordination
with broad representation, new
tools for recording and referral, and
its extensive training and regular
supervision. Plans for monitoring
the HAST model may in the future
provide useful information on lessons
learned with a view to scaling up.

The HAST assessments include a
review of CBOs in the communi-
ties,” and support is provided for
the engagement of these new
partners. Laboratory networks and
supply chains are also assessed
and mapped, and strategies are
developed to ensure sustainability
in the short, medium, and long

term. In the HAST model, basic
TB services are strengthened as
collaborative TB/HIV activities
are introduced and scaled up.!

Potential areas for CBO
collaborative activities

While CB-TB DOTS and TB/HIV
collaborative activities have yet to
be scaled up in Nigeria, a vast CBO
infrastructure that has responded to
the HIV/AIDS epidemic!! is largely
untapped as a contributor to TB
and TB/HIV collaborative activi-
ties. Most of the CBOs interviewed
have improved their management
structures and systems and devel-
oped their human resource base
through various donor—supported
initiatives, though the robustness
of their management systems vary,
along with their capacities to absorb
more activities or expand services.

The larger umbrella NGOs have
demonstrated their capacity to take
on leadership roles. They channel
funds to smaller organizations and
provide them with technical assis-
tance, training, and mentorship.
All four umbrella organizations
interviewed contribute to TB/HIV
activities, though none considers
this area to be a core competency.

Advocacy and communication to
reduce stigma is a vital area for CBO
collaboration. Stigma continues

to be a salient factor, within com-
munities as well as in healthcare
practices. Many individuals inter-
viewed reported internal stigma and
discriminatory acts they experienced
when they sought healthcare. Also
worrisome is the finding of a study
in Zambia that stigma surrounding
TB has increased in the context of
high rates of HIV. This has serious



implications for the management
of HIV and TB outcomes."”

A survey reported in 2005 in four
states in Nigeria reported discrimina-
tory behaviors and attitudes toward
PLWHA among a significant propor-
tion of healthcare professionals.
These behaviors can negatively affect
their relationships with clients, thus
contributing to missed opportuni-
ties for prevention, positive-living
education, and treatment, all of
which undermine concerted national
efforts to address the HIV/AIDS
epidemic.”® The survey identified
four factors that contribute to these
behaviors and attitudes on the part
of healthcare professionals: lack of
correct information and education
about HIV/AIDS and prevention of
infection; lack of protective materials
needed for the practice of universal
precautions; lack of materials needed
to care for and treat patients with
HIV/AIDS; and prevailing attitudes
about PLHWA. To counter them,

the survey’s author advocates atten-
tion to rigorous implementation of
anti-discriminatory policies, the
training of health professionals,
efforts to ensure that healthcare
facilities have adequate resources.

Individuals who know their HIV
status play an important role in
breaking the vicious cycle of fear,
stigma, and denial associated with
the virus."* As a consequence,
increased HCT and the adop-
tion of GIPA policies contribute
to decreasing stigma and earlier
access to diagnostic, treatment,
and care services and to improv-
ing the quality of life for patients
who are infected by TB and HIV.

CBOs involved in TB control

have stated that stigma decreased
significantly with the introduc-
tion of community-based care.
Approaches to stigma reduction in
these communities have involved

various awareness-raising activi-
ties that use radio, street theatre,
and flipchart presentations.!

Of great concern is the stigma
associated with the dual TB/HIV
infection. In one Ugandan study,
TB patients reported stigma that is
associated with TB/HIV and also
with the care provided by an orga-
nization strongly associated with
HIV/AIDS care.!® A more recent
paper suggests that TB/HIV stigma
may be more important than the
stigma associated with HIV alone.

However, in the WHO-ProTEST
pilot models, raising the profile
of HIV-related TB at all levels and

improved program collaboration con-

tribute to reducing the stigma that
is attached to TB and HIV."” Unless
stigma is addressed in a compre-
hensive fashion, it may undermine
efforts to scale up TB/HIV services.
Thus, a multi-pronged approach that
addresses stigma among affected
individuals, healthcare professionals,
and the community is needed, and
CBOs can play a significant role.

The author of a study in Zambia
advocated that interventions to
reduce the stigma of TB/HIV must
address the link between the two
diseases and correct popular mis-
conceptions: that all people with
TB have HIV; TB is no longer cur-
able; and PLWHA with TB cannot
be cured.!® Interventions must also
address the cycle of judgment,
shame, and blame that drives the
stigma, as well as balance legitimate
fears of TB transmission with avoid-
ance of unnecessary precautions.

In Nigeria, as in many countries,
CBOs play important roles in these
areas and in addressing stigma.'
Most of the CBOs interviewed do so
through support groups for PLWHA
and their community awareness and
social mobilization activities. Many
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CBOs also advocate on behalf of cli-
ents exposed to discriminatory acts.
At least two of the organizations
provided training that addressed
stigma among healthcare workers.

As an extension to current social
mobilization efforts for HIV, CBOs
can extend their messages to
encompass TB, encouraging symp-
tomatic people to test for TB as well
as educating and counseling TB
patients on the need to be tested
for HIV. CBOs can also be engaged
in treatment literacy programs for
TB as well as HIV and in efforts

to reduce stigma at client, com-
munity, and health-service levels.

CBO advocacy, awareness cam-
paigns, and community mobilization
to increase demand for TB/HIV
services must be implemented in
conjunction with key stakeholders
of TB and HIV programs and health
services. To respond effectively to
the demand created, it is vitally
important to first take stock of the
state of readiness of these national
control programs and services. For
example, sputum smear microscopy
services fall short of current needs
in Nigeria. Untimely demand for
screening and diagnosis for TB may
tip the balance between current
services and the rational scaling up
of diagnostic capability, which may
result in a lack of community con-
fidence in the services. This means
that engaging and coordinating
CBOs in the expansion of services
as early as possible is essential.

Potential areas for CBO collaborative
activities in clinical and community-
care settings include program
planning and implementation;
recruitment and management of
volunteers; M&E; and recordkeeping
and reporting. CBOs are and can be
further engaged in providing DOT,
care, and support to TB patients as
part of an HBC program; in TB IC in
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Support group meeting at Muritala Mohammed Hospital, Kano State. FHI/NIGERIA PHOTO BY JIDE ADENIYI-JONES.

community and congregate settings;
and in training community health
workers and health professionals in
addressing issues such as stigma.

Other areas for engagement are
client-centered care, referral linkages
between clinical and community
care services, case finding and con-
tact tracing, and tracing of treatment
interrupters and defaulters. Many
such activities are being undertaken
by the CBOs interviewed, and they
can be linked to many areas listed
in the WHO [Interim Policy on TB/
HIV Collaborative Activities.

Studies from a client perspective in
Malawi, Uganda, and Kenya indi-
cate that key areas to ensure good
TB treatment outcomes include
provision of nutritional support,
availability of drugs, and a positive
attitude among healthcare providers,

including treatment partners.?’ Many
of these areas were covered by many
of the CBOs studied, although they
were not necessarily bundled as a
standard package of care. All CBOs
interviewed provide psychosocial
support and incentives in the forms
of nutrition. Some facilitate skills-
building opportunities for their
clients to address issues of poverty.

The framework of the WHO /nterim
Policy can be used to assess gaps
and as a tool to plan, implement,
and monitor TB/HIV collabora-

tive activities. It can also be used

to assess the type and extent of
current CBO involvement in TB/
HIV collaborative activities. An
important gap noted by the study
team is the lack of CBO involve-
ment in coordinating mechanisms
at any level. Though this may not
be true throughout Nigeria, it might

be a factor contributing to slow
uptake of CB-DOTS and TB/HIV
collaborative efforts in the country.

CBO practices that support
scale-up

The CBO practices that this docu-
ment describes could be used to
scale up TB/HIV collaborative
activities. These are the CBOs’
referral systems, client-focused
care, use of umbrella organiza-
tions, culturally sensitive and
gender-sensitive strategies, imple-
mentation of GIPA, and practices
used to recruit and retain volun-
teers and to raise funds. Though
the scaling up of TB/HIV services
by relying on organizations that,
in turn, rely heavily on volunteers
may be feasible in the short term,
the strategy needs to be addressed



comprehensively and systemati-
cally, taking into account national,
state, and local financing mecha-
nisms and human resource strategic
plans relating to health services.

Most of the CBOs interviewed

have the skills, experience, and
volunteer base to address many TB/
HIV collaborative efforts outlined,
and they expressed willingness

to do more. Some of the activities
may be seen as the responsibility

of national program staff tasked
with the delivery of quality care,
including HCT, treatment literacy
for DOT, intensified case finding,
TB infection control in congregate
settings, and recording and report-
ing. Shifting these responsibilities
to cadres of volunteers to scale

up services raises many issues—a
major one being whether incentives
for volunteers are a good idea.

The remuneration of volunteers’
services has been raised in a recent
international conference on TB, and
advocates and activists alike are
now demanding that the activities
undertaken by volunteers should be
recognized through more formal
approaches to training and payment
for services. But a recent discussion
paper states that the work of the
volunteers is “built on intangible
resources, such as collective sense
of solidarity and social capital. Any
attempt to substitute these with
material incentives undermines

the basis of volunteerism.”?!

Another concern is that some kinds
of incentives may create expecta-
tions that are neither sustainable nor
replicable. On the other hand, lack of
incentives or insignificant incentives
may also pose problems, particularly
when activities expand to meet
needs relating to the dual epidemic.

An informal survey in 24 sites in 18
countries reported that money, food,

and transport (in that order) were
the top three incentives for staff and
volunteers alike. Providing such
incentives led to positive results for
TB control, including improved case
finding, adherence, cure rates, and
referrals and improved coordination
with the private sector. The survey
reflected concerns about added staff
responsibilities for managing the
incentives, their lack of sustain-
ability, the need for management
controls, and the need to conduct
M&E related to these incentives with
little or no dedicated funding.?

Incentives can also have perverse
effects, such as decreased motiva-
tion when they are discontinued. In
addition, already scarce healthcare
staff and volunteers may leave a
program with no incentives to go

to another that offers them. Careful
planning and monitoring are needed
to mitigate these and other undesir-
able effects, especially since few
initiatives coordinate program incen-
tives at national or local levels.

In the medium term, developing
and supporting a new, paid cadre
of healthcare workers may need to
be considered to ensure access to
care for all. There are many recent
examples of task shifting, since
HIV/AIDS simultaneously brought
about staff shortages and increased
need for healthcare.?® To support
key elements, a health systems
response is needed that includes
the development and maintenance
of partnerships, sustainable financ-
ing, and supportive systems.?*

In summary, the strengths of the
HIV-related CBOs and their net-
works have largely been untapped

in scaling up TB/HIV activities

in Nigeria and elsewhere, though
these organizations could play an
important role. Engaging them dur-
ing the period when strategic plans
and action plans are being developed
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will make an important contribution
to scaling up and ultimately achiev-
ing TB, HIV, and TB/HIV targets.

CBO recommendations

At the end of each interview,
respondents were invited to
describe what other CBOs work-
ing in HIV could do to strengthen
TB programs and TB/HIV services.
All seemed to draw from their
own experiences in responding.

Organizations providing clinical
care said that such services could be
expanded to include TB treatment.
Although only two provide TB DOT,
all CBOs engaged in HBC suggested
that the care could include DOT,
with proper training and supervi-
sion. Two organizations suggested
defaulter tracing, one mentioned
fundraising, and half suggested
advocacy and IEC or community
mobilization. One umbrella orga-
nization recommended capacity
building, direct supervision, sup-
port, and M&E for smaller NGOs.

Those interviewed indicated that
CBOs similar to their own that are
not engaged in collaborative activi-
ties may lack awareness of the need
to be or may not see a role for them-
selves. Lack of technical capacity,
training, and [EC materials as well
as fear of infection may be contribut-
ing to such non-engagement. One
organization suggested that the fed-
eral government had little interest in
engaging CBOs. Two organizations
referred to lack of funding as an
important impediment to implement-
ing TB/HIV collaborative activities.

When asked how TB programs
could engage more CBOs in TB/
HIV activities, most stated that
this involvement should be based
on a given organization’s capacity,
history, and linkages in communi-
ties they serve. This requires a
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better sense of who is out there
and what they are doing; it also
requires matching the organiza-
tions to the needs of the program.

Many suggested that the NTP should

be providing CBOs with more infor-
mation and training, and one said
that policies for proper integration
were needed. Funds for training
materials and IEC for communities

and for outreach were also required.
One organization involved with TB/

HIV treatment and care suggested
that the NTP should make avail-
able standard reporting formats
and registers to all organizations
engaged in these activities. |
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Study Team Recommendations

eveloping and maintain-
D ing partnerships requires

time and effort, especially
when these are forged between pro-
grams that often act independently.
Nevertheless, such partnerships are
required to rapidly scale up compre-
hensive and cost-effective TB/HIV
care. Though there will be associ-
ated costs, these may not be a major
barrier in the current funding era.

For TB and HIV
program managers

Map and assess CBOs already
involved in HIV/AIDS programming,
the services they offer, their link-
ages with communities they serve,
and their interest in and capacity for
working in TB/HIV. In Nigeria, as in
many other countries, this process
can be facilitated by CCMs, HIV/
AIDS networks such as NEPHWAN,
and AIDS control bodies at the
national, state, and local levels.

e Approach these organizations
to determine how they might
be able to make a contribution
to scaling up TB/HIV services.
Areas of work outlined in a recent
WHO publication on commu-
nity involvement in TB care and
prevention should be taken into
consideration,' since these can
be easily adapted to TB/HIV.

e Ensure CBOs participate in
planning from the outset and
at all levels to introduce and
scale up comprehensive TB/
HIV collaborative activities.

o Consider the engagement of larger,
established umbrella organizations

that have an established track
record with the HIV/AIDS com-
munity and use them to facilitate
communication between the
NTP, NAP, and their networks.
The umbrella organizations can
also represent smaller organiza-
tions when developing policy
platforms and planning activi-
ties. They can also keep smaller
organizations abreast of current
approaches that improve the qual-
ity of comprehensive care. They
may also be engaged in training
and supervising TB and TB/HIV
activities, and may be able to
leverage and/or secure funding
to implement training activities
because of their engagement at
national and regional levels.

Consider adopting a methodol-
ogy to identify those practices
implemented by HIV/AIDS-related
CBOs that do the most to support
TB/HIV collaborative activities.
In Nigeria, the study team con-
sidered that the following were
among those that could be used
to scale up integrated services:
referral systems, client-centered
approaches, culturally sensitive
and gender-sensitive care, con-
sistent application of GIPA.

Recognize that CBOs can help to
ensure client—centered approaches
and build on current activities to
ensure that PLWHA have access
to intensified screening for TB
and IPT when indicated, accord-
ing to national protocols. CBOs
can also ensure that TB IC is a
consideration in all healthcare
and congregate settings. They
can also assist in the uptake of
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HCT for TB patients and support
appropriate referrals to HIV ser-
vices, including CPT and ART.

Closely monitor and assess the
HAST model and its feasibility

for rapid scale-up. The model’s
standardized recording and report-
ing formats are unique, seem

very comprehensive, and lend
themselves to better patient man-
agement. These tools should also
be carefully evaluated by a given
national task force so their use
can be considered when scaling
up through other partner sites. A
variety of such tools are currently
being used in different sites in
Nigeria, and they need to be stan-
dardized for use in referral systems
and to scale up TB/HIV services.

Develop close partnerships
with CBOs that have a success-
ful history in working with
volunteers. Consider how to
sustain volunteer efforts and
include this area in planning,.

TB IC must be taken into consider-
ation when determining how and
when to engage all volunteers in
TB/HIV collaborative activities.
Work to ensure that volunteers
have appropriate information on
TB transmission and skills, and
that they receive appropriate
training and supportive supervi-
sion. Ensure that clear roles and
responsibilities that are negoti-
ated between local health staff
and CBO are agreed to by all.

Consider incentives and enablers,
balancing need with sustainability,
and ensuring that some funds are
made available to support them.
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CBOs can help to determine the
appropriate level of support.

o Assess stigma—whether it is
a problem and its magnitude,
if so—as part of TB/HIV pro-
gramming and involve persons
with TB and HIV in the assess-
ments. Develop a comprehensive
strategy to address findings.

For CBOs

o Ensure that TB forms part of
HIV/AIDS services provided in
clinic and community settings
and that CBO client—centered
activities contribute to intensi-
fled case finding, DOT, IPT,
and TB infection control.

e Use networks of volunteers
to assist the NTP in provid-
ing default tracing and DOT to
dually infected clients.

o Actively pursue participation
on TB/HIV coordinating bod-
ies at all levels to synchronize
and improve TB and HIV control
programs in communities.

e Umbrella organizations should be
assertive in pursuing partnerships
with the NTBLCP that help to
coordinate, plan, implement and
oversee TB and TB/HIV activi-
ties. They should also advocate
on behalf of their CBO constitu-
ency on coordinating bodies. At a
minimum, this advocacy should be
consistent with current mandates,
such as capacity development and
M&E. Umbrella organizations
can help to bridge gaps between
the mandates of their networks
and activities undertaken by
TB and HIV/AIDS programs.

o Partner with local and state TB
control programs to ensure a coor-
dinated approach, either directly
or through an umbrella or another
organization that provides effective

representation and feedback in
both directions. Membership on
TB/HIV coordinating bodies will
ensure effective and efficient plan-
ning to scale up services. Staff
from coordinating bodies should
be encouraged to participate in TB
and TB/HIV training for CBOs.

e Work with the local partners to
integrate appropriate, culturally
sensitive, TB messages into cur-
rent community awareness and
social mobilization activities.

o Advocate for common services
points to ensure optimal patient
care and lessen the burden
of referral services for clients,
health providers, and CBOs.

o Take part in operational research
on stigma and advocate for
strategies that address it.

For TB and HIV consultants

o Be aware of the potential roles that
CBOs can play in scaling up TB/
HIV. Knowledge of national and
international policies and guide-
lines on engaging civil society is
key to understanding how best
to proceed. CBOs can support
the NTP in many ways, and TB
staff in local clinics may not have
the time or the skills to provide
some of these services. CBOs can
also facilitate or provide training
and supervision for volunteers
as well as training to reduce
stigma for healthcare workers.

o Assist the NTP to map CBOs,
assess their capacities, and the
state of readiness of clinical
services to engage these orga-
nizations in TB/HIV services.

e Provide technical assistance to
build the capacity of CBOs in TB/
HIV and mobilize funds to sup-
port this activity, if needed.

o Support efforts of the NTP and
NAP to measure the quality and
effectiveness of CBO engage-
ment, balancing the need for
data and overstretched health
services. The CBOs should be
engaged throughout this process.

e Explore with national pro-
grams the extent of stigma
and how to address it.

For teams conducting
similar studies

e Include on the study team
members of TB and HIV pro-
grams and individuals who can
influence policy so some imme-
diate changes can be made.

o Involve team members in
adapting and pilot-testing
questionnaires to ensure appro-
priate questions are asked and
ownership of the process.

o Invite major technical partners
that support TB and HIV programs
to a stakeholder workshop at the
beginning of the study and to
participate in the debriefing.

e Consider next steps that address
the extent and quality of col-
laborative services provided by
CBOs. Allocate time and resources
to collecting and analyzing the
data available in different sources
and locations that quantify
the impact of these services.

e Plan for and publish the results
of the study in peer-reviewed
journals. The considerable
amount of collaborative activ-
ity in TB/HIV being undertaken
by communities is not reflected
in these publications.

Notes: Section 5

1 World Health Organization, Community
involvement in TB care and prevention, op cit.
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ANNEX 1

CBOs Selected for the Case Study

CROSS RIVER STATE

Good Shepherd Initiative, CBO

Health Foundation, CBO

Positive Development Foundation, NGO providing consultative services
Presbyterian Community Development Services (Presbycom), umbrella FBO

KANO STATE

Fortress for Women, CBO

Participatory Learning Action and Community Ownership (PLACO), CBO

Society for Women and AIDS in Africa, Nigeria (SWAAN), CBO

Youth Society for Prevention of Infectious Diseases and Social Vices (YOSPIS), umbrella CBO

OSUN STATE
Living Hope Care, CBO

OYO STATE

Divine Emission Initiative (DEMI), NGO

Hope for Positive Couples, NGO

Network on Ethics/Human Rights, Law, HIV/AIDS, Prevention, Support, and Care (NELA), umbrella NGO
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ANNEX 2

QUESTIONNAIRE FOR CBOs ENGAGED IN HIV ACTIVITIES * Page 1 of 5

Date (dd/mm/yyyy)

Name of interviewer

Name of organization

Location

Name of respondent

Respondent’s occupation/position

Respondent’s address/contact information

Population of community, in thousands, based on last census

Please review registers and collect information on patients seen and services provided during the last # clients diagnosed with HIV_____
fiscal year and/or quarter. # HIV patients screened forTB ____
# HIV clientson ART ___

# clients diagnosed with TB ____

# TB patients screened for HIV ____
# TB/HIV co-infected, total

# co-infected patients on ART

Characteristics

How long has the organization been working in this community?

Is this an umbrella organization with networks that you support? If yes, describe your network Clves [Ino

If you are part of a network, please list the names of other organizations that belong to it.

Does organization have representation and/or activities that are international, regional,
national, or local?

Is your organization registered at the national, state, or LGA level?

What is your organizational coverage? [ National [ State: How many?___
Cliea only: how many? _____
At what level of the health system do you mostly work? L] Primary [l Secondary l Tertiary
Does your organization work with health facilities? If yes, what type? Clves LNo
] Primary ] Secondary O Tertiary
Is your organization involved in institutional health services? Clves [Ino
O Workplace [ prisons [ other
Is a written profile of your organization available? If yes, please provide a copy. Cves Uno

Paid staff and volunteers

How many of your staff are paid workers?

What are the roles and responsibilities of your paid staff?

Do you work with volunteers? If yes, how many? Clves CINo  Number

What are the roles and responsibilities of your volunteers?

How are volunteers recruited, trained, and supervised?

Do you provide incentives for volunteers? If yes, please describe. Clves No

Do you have a workplace HIV/AIDS program in place? If so, does it include provision of IEC on HIV,
anti-discrimination policies, access to HCT, treatment of opportunistic infections, and ART?
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QUESTIONNAIRE FOR CBOs ENGAGED IN HIV ACTIVITIES Page 2 of 5

Organization and management

Is there a description of your organization’s governance structure (board of directors, management
team); administrative structure; mission statement; goals; and objectives? If no, please describe.

CvYes

CIno

Do you have a strategic plan? If yes, please provide a copy.

[ Ves

CINo

Are you involved in any HIV/AIDS coordinating bodies and/or technical groups? If yes, please
indicate at which levels, such as NACA, SACA, and LACA.

[ ves

CINo

Does your organization receive external supportive supervision?

L] Yes

CINo

Do you have an internal mechanism for supervision?

[ ves

CINo

What technical assistance do you receive to support your organization’s development
and management?

Funding

What are your sources of funding for your HIV/AIDS activities?

If you need funding for a new initiative, how do you go about it?

What innovative approaches have you adopted to access funding for HIV and AIDS programs?

Capacity building

What is your organization doing to build the capacity of staff and other stakeholders?

In HIV/AIDS prevention

In advocacy and social mobilization for prevention of HIV/AIDS

In care and treatment services for PLWHA

Monitoring and evaluation

What M&E systems are you using?

Do you have an M&E plan?

[ Ves

CINo

Do you have an M&E officer?

L] Yes

CINo

What indicators do you use?

How are you reporting?

To whom?

How often?

Have your staff participated in any capacity building on M&E?

[ Yes

CINo

Engagement in TB/HIV collaborative activities

Which statement best characterizes your organization’s role in TB/HIV collaborative activities?
Please describe any interventions and activities that you are undertaking.

O My organization is currently not working in TB, and we have no plans for involvement.

] Although we are not working in TB, we wish to be involved in TB activities.

1 We have a few interventions in TB, but we have not scaled up these activities.

L] we are working in HIV, and we undertake TB/HIV collaborative activities.

L] other (please specify)

Core competencies

What are your organization’s core competencies?

L] Advocacy

U] Clinical care

L] Patient support
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QUESTIONNAIRE FOR CBOs ENGAGED IN HIV ACTIVITIES Page 3 of 5

Core competencies (continued)

L] Prevention

] Social mobilization

] Training

L] Other

Have you done, are you doing, or do you intend to carry out any research activity? Cves Uno
If yes, please describe.

Does your organization focus on special or hard-to-reach populations? If yes, please specify Clves no
(e.g., prisoners, migrant populations, truck drivers, uniformed personnel)

HIV/AIDS activities and services

How did you become involved in HIV/AIDS services? Please describe the process.

Does your organization undertake HIV prevention activities? If yes, please indicate which. Since when? Target populations?

] Advocacy

[ communications (radio, campaigns)

L] condom distribution

L] Iec development

1 ove support

] Peer education

] Social mobilization

] Support groups
L] other

If your organization undertakes advocacy and social mobilization activities relating to HIV
prevention, please indicate the groups targeted and describe any results

] Policymakers Clves [INo Results

] Community leaders Clves [INo Results

L1 Youth Clves [INo Results

L] General population Clves [INo Results

1 other (please specify) Clves [INo Results
If your organization is engaged in HIV/AIDS care and treatment activities, Since when? Target populations?
please indicate which ones.

L1 AT

[ HBc

L Her

L1 pumrCT

[l Psychosocial support (e.g., crisis counseling, adherence)

] Treatment for opportunistic infections (please state which ones)

[ other
Is your organization involved in advocacy and social mobilization activities relating to care, Clves [INo  Results

treatment, and support for PLWHA? If yes, please describe results.
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HIV/AIDS activities and services (continued)

Are you engaged in any income-generation activities for PLWHA? If yes, please describe ] Yes ] No Results

activities and results.

Do you provide incentives for clients or others affected by HIV/AIDS? [ patients [ Families of those affected
[ others

TB/HIV knowledge, policies, and guidelines

How much do you know about TB and the relationship between TB and HIV?

Is TB a problem in your community? [l Yes [l No
If yes, please explain why
Is TB a problem among those that you serve or your staff? Llves [lNo
Is stigma around TB an issue for the clients you serve? Clyes [INo
Is fear of transmission of TB a concern for you or your clients? Llves [lno
Are you familiar with the national policies for TB/HIV? Llves [lno
Are you aware of national guidelines for TB/HIV? Llves [lno
Does your organization have policies on TB/HIV? If yes, please provide a copy. Clves Lno
Does your organization have technical TB/HIV guidelines? If yes, please provide a copy. Clyves [no

Current TB/HIV collaborative activities

Which statement best characterizes your organization’s role in TB/HIV collaborative activities?
Please describe any interventions and activities that you are undertaking.

] My organization is currently not working in TB, and we have no plans for involvement.

O Although we are not working in TB, we wish to be involved in TB activities.

] e have a few interventions in TB, but we have not scaled up these activities.

L we are working in HIV, and we undertake TB/HIV collaborative activities.

L] other (please specify)

Is your organization conducting monitoring and evaluation of TB/HIV activities? Clves no
If yes, please describe.

Does your organization work with volunteers who are involved in the following activities?

Advocacy Clves [No
Community mobilization Clves [no
Case detection Clves [Ino
DOT Clves [lno
Referrals Clves [no
Treatment monitors Clves [Ino
Supervision of treatment monitors Clves [lno
Other (please specify) Clves [no

Engagement of other CBOs and recommendations
Why do you think that CBOs that are involved in HIV are not involved in TB?

What possible roles could be filled by CBOs currently working in HIV to strengthen the TB program?

What advice would you provide to the TB program so that CBOs currently involved in HIV include TB
as part of their prevention or care activities?
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WHO POLICY ON COLLABORATIVE TB/HIV ACTIVITIES

Engagement in mechanisms for collaboration

Do you work with national, state. and/or LGA levels in providing integrated TB/HIV services?
Please describe these integrated services.

Is your organization participating in a state-level coordinating body for TB/HIV activities? Clves [No
Is your organization involved in joint TB/HIV planning? Llves [lno
Engagement in decreasing the burden of TB in people living with HIV/AIDS

Is your organization undertaking intensified TB case-finding? If yes, please describe Clyes [INo
Is your organization providing IPT? Oves [Clno
Does your organization provide HIV/AIDS treatment and support? If yes, please describe. Clyes [no
Does your organization have a TB infection control plan for facility and/or congregate settings? Clves Lno
Engagement in decreasing the burden of HIV in TB patients

Does your organization provide HIV testing and counseling for TB patients? Olves [ClNo
Is your organization implementing HIV-prevention activities, such as promotion of condom use? Cves Uno
Does your organization provide CPT? Llves [lno
Does your organization provide HIV/AIDS care and support? Olves [Clno
Does your organization provide ART? Clves [no

Are you undertaking the following TB/HIV collaborative activities?

Please describe

Community mobilization around TB, HIV, and STls

Information on where to seek diagnosis and treatment

Stigma reduction

Sputum collection for TB diagnosis

Tracing of defaulters

Directly observing treatment for TB and/or HIV

Other (please describe)

Does your organization provide community-based TB care?

Clves Uno i yes, describe.

Please describe any important issue(s) not captured by these questions
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ANNEX 3
Core Competencies and Areas of Practice
Reported by CBOs

ACTIVITIES/ CORE COMPETENCIES 1 2 12  # OF ORGS.
Referrals 1 1 1 1 1 1 1 1 1 1 1 1 12
Support groups 1 1 1 1 1 1 1 1 1 1 1 11
Home-based or palliative care 1 1 1 1 1 1 1 1 1 1 10
Capacity building to individuals or groups : 1 1 1 1 1 1 1 1 1
Income-generation for clients 1 1 1 1 1 1 1 1 1

Work with special populations as well 1 1 1 1 1 1 1 1 1

as PLWHA

Community awareness 1 1 1 1 1 1 1 1 8
HCT 1 1 1 1 1 1 1 1 8
Stigma reduction 1 1 1 1 1 1 1 1 8
Capacity building to other organizations 1 1 1 1 1 1 1 7
Impact alleviation (nutritional support) 1 1 1 1 1 1 1 7
Training and management of peer educa- 1 1 1 1 1 1 1 7
tors

IEC production and distribution 1 1 1 1 1 1 6
Advocacy 1 1 1 1 1 5
Clinical care 1 1 1 1 1 5
Gender and woman'’s rights 1 1 1 1 1 5
Orphans and other vulnerable children 1 1 1 1 1 5
Research 1 1 1 1 1 5
Social mobilization 1 1 1 1 1 5
Skill-building for PLWHA 1 1 1 1 4
Counseling and referral for testing 1 1 1 3
Legal support or advocacy 1 1 1 3
Small-grants management 1 1
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ANNEX 4

Factors that May Affect CBO Engagement in
TB/HIV Collaborative Activities

* Mandates and governance structures * National and local policies for TB/HIV

* Management capacity, as described in the profile, planning, ¢ Policies that are specific to engagement of CBOs and FBOs
staffing, internal supervision, M&E « Mechanisms of collaboration in TB and HIV between the NTP

* Type of services being delivered and NAP

e Length of time in the community ¢ Involvement of partners in planning and levels for such

* KAP of health workers toward TB/HIV involvement

« Knowledge of health-seeking behavior of clients * Training opportunities for CBOs and FBOs in TB/HIV

« Knowledge of TB and TB/HIV ¢ Access to information on stigma for health professionals

Knowledge of polici d guidelines for TB/HIV and communities
* Knowledge of policies and guidelines for
georp g * Information on health-seeking behavior of catchment

* Organizational policies on TB/HIV populations

* Linkages with NAPs * Knowledge of TB/HIV among health workers and communities
* Linkages with the NTP « Opportunities to access diagnosis and/or treatment of TB and
* Resource mobilization and sources of funding HIV programs

« Technical capacity in TB/HIV ¢ Delivery of health services (TB and HIV) in the community and

. interface between public and private mix
¢ Incentives or enablers for staff and volunteers p P

* Quantity and quality of IEC for health workers

* Availability of technical assistance for collaborative TB/HIV
activities—Ilocal, national, regional, and international
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