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Abstract. Support groups can create environments that are conducive to healing and well-being, particularly for per-
sons with stigmatizing chronic diseases. In 1998, the support group concept was adapted in Haiti for persons with dis-
abling lymphedema caused by lymphatic filariasis (LF). The project was developed with the expectation that the support
group model conceived in the developed world be interpreted and modified by persons affected with lymphedema in the
Haitian setting. Initiated with modest financial support within a research initiative to eliminate LF, a total of 50 “Hope
Clubs” were formed from 1998 to 2023 across seven communes (districts) located in 3 of Haiti’s 10 regional Depart-
ments. Documented benefits of the support groups included improved limb self-care, decreased incidence of inflamma-
tory episodes (adenolymphangitis), enhanced self-efficacy, economic benefit through microenterprise, and improved
quality of life. Despite challenges of funding shortfalls, natural disasters, and political insecurity, persistence of LF support
groups in Haiti highlights the crucial role of group ownership by affected persons and the freedom to reinvent the support
group concept in light of local social, cultural, and economic conditions.

INTRODUCTION

Lymphatic filariasis (LF) is a mosquito-transmitted neglected
tropical disease (NTD) in low-income tropical and subtropical
environments. The World Health Organization (WHO) aims to
eliminate LF as a public health problem globally. The strategy
includes interruption of transmission through mass drug
administration (MDA) and care for those with LF through mor-
bidity management and disability prevention (MMDP).
Although the majority of infected persons do not manifest

overt disease, those who do can find themselves shackled
to the bottom of the economic ladder, deprived of their
potential, without medical care, and bereft of community
support or concern. An estimated 40 million persons are dis-
figured by LF globally. Lymphedema after infection with
Wuchereria bancrofti, the most common LF parasite, is more
prevalent in women than in men,1–3 with a ratio in Haiti of
approximately 7 to 1.1

Repeated bacterial skin infections exacerbate lymphatic
dysfunction associated with LF, resulting in painful episodes
of adenolymphangitis (ADLA), progression of lymphedema,
and subsequent disability. With progression of lymphedema,
bacterial and fungal overgrowth of the skin results in a foul
odor. Affected people become outcasts, isolated from their
communities and sometimes even from family. Indeed, the
term “elephantiasis,” previously used in common parlance
and professional publications to describe advanced lymph-
edema, conveys stigma. Consequently, the use of this term
is now discouraged. Lymphatic filariasis is at once a conse-
quence and a cause of poverty.4

In Western societies, peer support groups emerged from
the self-help movement of the 20th century, with direct links
to groups like Alcoholics Anonymous and WeightWatchers.5

Support groups also have been used to address the needs
of people suffering from chronic illnesses such as AIDS, can-
cer, Alzheimer’s disease, and tuberculosis.6–8 Since the early
1980s, support groups have formed on the internet.
Remarkable progress has been made in interrupting LF

transmission.9 But can resource-poor countries where filaria-
sis is endemic, with inadequate health systems and shortages
of health professionals, meet the needs of people who suffer
from chronic filarial lymphedema? Our experience in Haiti
suggests that this is indeed possible, with the involvement of
affected persons and reliance on self-care, peer support net-
works, and patient education. We summarize our experience
herein, much of it based at Hôpital Ste. Croix in Leogane,
Haiti, which, for four decades, has served as a focus for
research on W. bancrofti transmission control and MMDP
programming.
In the 1990s, Gerusa Dreyer, a Brazilian physician, developed

a simple regimen of hygiene, skin care, and physical therapy
that dramatically reduced secondary infections, ADLA, swelling,
and discomfort associated with filarial lymphedema.10 At the
time, this approach was revolutionary, as the progression of
filarial lymphedema was previously considered inevitable and
irreversible. Dr. Dreyer showed that the regimen (consisting of
washing with plain soap and water, movement, and elevation of
the affected limbs) can be implemented at home and used in
settings with minimal infrastructure and resources.
After training by Dr. Dreyer during the 1990s, the Hôpital

Ste. Croix team received funding from the WHO’s Special
Program for Research and Training in Tropical Diseases
(TDR) to assess the effectiveness of this regimen. Studies
between 1995 and 1998 demonstrated that adherence to
treatment resulted in fewer ADLA episodes as well as
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decreased progression and histological improvement of
lymphedema.11,12 Research from 2000 to 2002 showed that
providing lymphedema patients with soap was associated
with significant decreases in ADLA frequency.13 Based on
this evidence of the feasibility and effectiveness of basic
lymphedema management, as well as evidence from India
and Brazil,14,15 the WHO recommended simple measures of
hygiene and skin care as standard treatment of filarial lymph-
edema.16 A national reference center for lymphedema care
was established in Leogane, and in 1995, additional out-
reach and clinics were established at Hôpital Sacr�e Coeur
in Milot (North Department), with support from IMA World
Health, the Mennonite Central Committee, and the Bill &
Melinda Gates Foundation.
Formation of LF support groups in Haiti.
Support groups in Haiti have historical roots dating back

to the 19th century, including cooperative labor associations
and grassroots peasant societies engaged in self-help and
civic projects.17 When the lymphedema clinic was estab-
lished at Hôpital Ste. Croix, however, there was no indige-
nous model for peer support groups focused on disease
management in Haiti. Hospital staff were aware of the pio-
neering work by Dr. Dreyer in Brazil, who had organized
“Hope Clubs”—assemblies of affected people and their fam-
ilies who come together to promote community awareness
and understanding of lymphedema, as well as a more posi-
tive image of those living with the condition.18

In 1998, Jeannine Coreil, a medical anthropologist with expe-
rience in Haiti, initiated the local adaptation (“indigenization”) of
the Hope Club concept and studied its impact.19 Women with
lymphedema expressed an overwhelming preference for sup-
port groups to enable them to engage with other affected per-
sons in mutual support.20 The goals of the research, supported
by TDR, were to assess the applicability of a chronic disease
support group model in Haiti, to describe the process of indige-
nization of the model, and to measure the impact of the inter-
vention on patient quality of life and adherence to treatment.
Over a 2-year period, five support groups of 15 to 20

women each were organized in Leogane.21 Coreil and col-
leagues documented high levels of participation and enthu-
siasm and showed that the support group model had
become indigenized to the Haitian cultural context, as
reflected in the emphasis on spiritual and expressive compo-
nents and training in practical skills. Support group partici-
pation provided benefits for quality of life, including less time
spent managing the disease, less interference with work and
family life, better understanding of the disease, improved
adherence to home care practices, and fewer lymphedema-
related symptoms.21

In 2000, a Presbyterian minister, Ruth Boling, obtained a
grant from the Birthday Offering Fund of the Presbyterian
Women, Presbyterian Church, USA, to continue and expand
the program (2001–2003). The goals of the project were to
replicate the support group intervention throughout the Leo-
gane Commune and expand the program to other areas of
Haiti where LF was endemic. In Leogane, 20 support groups
were organized in 16 areas in accordance with the original
model, reaching more than 400 women. Eight additional
groups were organized in the municipalities of Archaie and
Cabaret in 2004, while 17 groups were formed in four com-
munes of the North Department (Limonade, Quartier Morin,
Milot, and Plaine du Nord) from 2000 to 2003. In 2005, the

support group model expanded to other departments in
Haiti, including Port-de-Paix in the Northwest Department,
where it was integrated into the community health program.
Five support groups were created there, with more than 100
participants.
In 2005, Gladys Mayard, a Haitian anthropologist, devel-

oped a guide and educational materials to train support
group coordinators and facilitators in the new localities.22

Support groups met weekly, with an agenda adapted by the
participants. Each support group was served by a part-time
animator (typically one of the patients tasked with adminis-
trative and logistical duties). The animator was also respon-
sible for visiting group members at home, assessing the
quality of lymphedema self-management as well as quality
of life, identifying unmet needs, and encouraging family
members to get involved with their loved one’s care. The ani-
mator kept the clinic informed about patient status between
clinic visits and provided basic supplies for hygiene. She
also served an on-call function to assist members with ques-
tions or in the rare event of ADLA.
Although the character, interpersonal “chemistry,” and

ebb and flow of each group were distinct, a general pattern
for the meetings developed wherein prayer and singing were
often followed by individual sharing and updates on health
status, some role-playing, review of home-care treatment
protocols or a particular aspect of LF, and perhaps a visit by
an expert seamstress or craftsperson who could teach new
skills or guide patients to new levels of artistry. Cultural dis-
cussions were popular with the groups, with refreshments
and paid outside speakers invited when funds were avail-
able. A few groups with less-engaged members met less
frequently, and interpersonal conflicts led to the temporary
dissolution of two support groups.
The educational component of the support groups incor-

porated a set of 10 cassette tapes developed by Maude
Heurtelou, a Haitian-American consultant, with separate
funding from the Office of Women’s Health of the CDC. Each
tape introduced an important topic related to LF transmis-
sion and management, using culturally appropriate story
lines and characters and focusing on home care practices,
destigmatization of the illness, and family and community
support. An instructor’s manual and illustrated patient book-
lets accompanied the tapes. In addition, an original song
was composed and recorded to accompany the tapes, with
each lesson introducing new lyrics related to the educational
content. The song became known as the “Filariasis Song”
and was broadcast, along with the tapes and other educa-
tional messages, by the Hôpital Ste. Croix community radio
station, garnering attention for the plight of LF-affected fami-
lies and reinforcing the basic principles of lymphedema care.
Subsequent years saw the expansion of the support group
model, the continuity of group functioning during subse-
quent periods of resource scarcity, and the integration of
support groups into local and national filariasis control
programs.
One component of the support group program that grew

in significance over time was instruction in making artificial
flowers and other crafts, which participants could sell to
supplement their income (Figure 1). Feedback from support
group members underscored the importance to them of
gaining such income-generating skills and the need for a
venue to sell craft goods. Gladys Mayard and her team

BEAU DE ROCHARS AND OTHERS90



received a grant from Self-Development of People, a ministry
of the Presbyterian Church, to establish a microenterprise
project run by the patients. The project, funded from 2004 to
2006, included the renovation of a local house to serve as a
community store where women sold flower arrangements
and other crafts. The women also gained skills in business
administration, budget planning, marketing, and accounting.
These activities were extended in 2014 as a vocational cen-
ter was established.
The NTD community has increasingly recognized the men-

tal health burden of LF and other NTDs.23,24 Depression,
often severe, is a common finding among persons with filar-
ial lymphedema.24 In 2019, The Carter Center piloted a
week-long Chronic Disease Self-Management program in
Leogane to support the mental and emotional well-being of
Hope Club members.25 The prevalence of self-reported
depressive illness decreased from 50% at baseline to 28%
at the end of the study, although results were not statistically
significant because of the small sample size and loss to
follow-up.26

The support group model pioneered in Haiti has spread to
other countries and is now recommended by the WHO as an
essential component of MMDP.16 In Nigeria, LF support
groups initiated by The Carter Center continue to expand.27

Challenges.
Clinical and social services for persons with filarial lymph-

edema have evolved over the past 25 years, beginning with
research to confirm the effectiveness and feasibility of

hygiene and skin care, expanding with formative research on
support groups, and continuing with the establishment of
clinics for lymphedema care and social support in the form
of support groups and Hope Clubs. Funding for these activi-
ties has been inconsistent and often inadequate, even
though the costs for clinics and support groups are relatively
low. For example, the lymphedema clinic and the associated
Hope Clubs in the North Department closed in 2007 because
of funding shortages. Funding shortfalls resulted in tempo-
rary suspensions of the project in Leogane during 2006 and
again from 2014 through 2015. Over time, pragmatic con-
cerns and ever-present financial pressures on Haitian
patients and their families led to adjustment of support
group content, with a greater focus on microenterprise
opportunities and less emphasis on processing feelings
about the illness. In addition to disease-specific challenges,
Hope Club members also suffer the effects of natural disas-
ters (earthquakes and hurricanes) and crippling political
instability and insecurity that confront the general Haitian
population. Yet even with these serious setbacks, support
groups have continued.

CONCLUSION

Planners for health programs in resource-poor settings
often limit their focus to institutional facilities, as these are
the traditional locus of clinical and public health activities.
Our experience with LF in Haiti underscores the value of
community-based interventions, especially low-cost activi-
ties managed by the patients themselves, such as support
groups. Lymphatic filariasis support groups in Haiti demon-
strate the utility of providing patient education in a group set-
ting where members can share their experiences and offer
psychosocial support to others coping with similar problems.
The Haitian experience highlights the advantages of indigeniz-
ing the support group model to enhance participation of
affected persons and contribute to the sustainability and
autonomy of the groups over time, as well as to community
economic development. This experience suggests several
features of successful LF support groups: 1) indigenous lead-
ership; 2) flexibility and attentiveness to needs of group mem-
bers; 3) supportive partners and collaborators; and 4) strategic
integration into national LF programs. When adapted to speci-
fic cultural and environmental settings, support groups can
provide a cost-effective complement to clinical care, particu-
larly for conditions requiring individual self-care at home.
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Streit, Hôpital Sainte Croix, Leogane, Haiti, and University of Notre
Dame of Haiti, Hinche, Haiti, E-mail: TomStreit@outlook.com.
Lucc�ene D�esir, The Carter Center, Atlanta, GA, E-mail: Luccene.
Desir@cartercenter.org. Gregory S. Noland, The Carter Center,
Atlanta, GA, E-mail: gregory.noland@cartercenter.org. David G. Addiss,
Focus Area for Compassion and Ethics, The Task Force for Global
Health, Decatur, GA, E-mail: daddiss@taskforce.org.

This is an open-access article distributed under the terms of the
Creative Commons Attribution (CC-BY) License, which permits
unrestricted use, distribution, and reproduction in any medium, pro-
vided the original author and source are credited.

REFERENCES

1. Lammie PJ, Addiss DG, Leonard G, Hightower AW, Eberhard
ML, 1993. Heterogeneity in filarial-specific immune respon-
siveness among patients with lymphatic obstruction. J Infect
Dis 167: 1178–1183.

2. Michael E, Bundy DA, Grenfell BT, 1996. Re-assessing the
global prevalence and distribution of lymphatic filariasis. Para-
sitology 112: 409–428.

3. Gyapong JN, Magnussen P, Binka FN, 1994. Parasitological
and clinical aspects of bancroftian filariasis in Kassena-
nankana District, Upper East Region, Ghana. Trans R Soc
Trop Med Hyg 88: 555–557.

4. Streit T, Lafontant JG, 2008. Eliminating lymphatic filariasis: A
view from the field. Ann N Y Acad Sci 1136: 53–63.

5. Coreil J, Wilke J, Pintado I, 2004. Cultural models of illness and
recovery in breast cancer support groups. Qual Health Res
14: 905–923.

6. Abou Seif N, Bastien RJB, Wang B, Davies J, Isaken M, Ball E,
Pitman A, Rowe S, 2022. Effectiveness, acceptability and
potential harms of peer support for self-harm in non-clinical
settings: systematic review. BJPsych Open 8: e28.

7. Henderson JN, Gutierrez-Mayka M, Garcia J, Boyd S, 1993. A
model for Alzheimer’s disease support group development in
African-American and Hispanic populations. Gerontologist 33:
409–414.

8. Center for Community Health and Development, University of
Kansas, 2023. Community Tool Box. Chapter 21, Section 2:
Creating and Facilitating Peer Support Groups. Available at:
https://ctb.ku.edu/en/table-of-contents/implement/enhancing-
support/peer-support-groups/main. Accessed July 13, 2023.

9. Oscar R, et al., 2014. Haiti National Program for the elimination
of lymphatic filariasis—a model of success in the face of
adversity. PLoS Negl Trop Dis 8: e2915.

10. Dreyer G, Addiss DG, Dreyer P, Nor~oes J, 2002. Basic Lymphoe-
dema Management: Treatment and Prevention of Problems

Associated with Lymphatic Filariasis. Hollis, NH: Hollis Publish-
ing Company.

11. Addiss DG, Louis-Charles J, Roberts J, LeConte F, Wendt JM,
Milord MD, Lammie PJ, Dreyer G, 2010. Feasibility and effec-
tiveness of basic lymphedema management in Leogane, Haiti,
an area endemic for bancroftian filariasis. PLoS Negl Trop Dis
4: e668.

12. Wilson SF, Guarner J, Valme AL, Louis-Charles J, Jones TL, Addiss
DG, 2004. Histopathologic improvement with lymphedemaman-
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through a chronic disease self-management program using a
stepped-wedge cluster design. Int Health 16: i68–i77.

27. The Carter Center, 2020. Summary: 2020 Virtual Program
Review for the River Blindness Elimination Programs: Ethiopia,
Nigeria, OEPA, Sudan, and Uganda. Available at: https://www.
cartercenter.org/news/publications/health/river_blindness_reports.
html. Accessed August 29, 2023.

BEAU DE ROCHARS AND OTHERS92

mailto:madsenbeau@phhp.ufl.edu
mailto:mariejcoreil@lusfiber.net
mailto:desirmartha@yahoo.fr
mailto:carmelmichel24@gmail.com
mailto:gladysmayard@hotmail.com
mailto:mariedmilord@gmail.com
mailto:randcarpenter@gmail.com
mailto:TomStreit@outlook.com
mailto:Luccene.Desir@cartercenter.org
mailto:Luccene.Desir@cartercenter.org
mailto:gregory.noland@cartercenter.org
mailto:daddiss@taskforce.org
https://creativecommons.org/licenses/by/4.0/
https://ctb.ku.edu/en/table-of-contents/implement/enhancing-support/peer-support-groups/main
https://ctb.ku.edu/en/table-of-contents/implement/enhancing-support/peer-support-groups/main
https://apps.who.int/iris/handle/10665/68339
https://www.cdc.gov/arthritis/marketing-support/1-2-3-approach/docs/pdf/provider_fact_sheet_cdsmp.pdf
https://www.cdc.gov/arthritis/marketing-support/1-2-3-approach/docs/pdf/provider_fact_sheet_cdsmp.pdf
https://www.cdc.gov/arthritis/marketing-support/1-2-3-approach/docs/pdf/provider_fact_sheet_cdsmp.pdf
https://www.cartercenter.org/news/publications/health/river_blindness_reports.html
https://www.cartercenter.org/news/publications/health/river_blindness_reports.html
https://www.cartercenter.org/news/publications/health/river_blindness_reports.html

