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Background: Individuals affected by Hansen’s disease (leprosy) often experience stigma and discrimination.
Greater psychosocial resilience may enable people to deal with such discrimination. This study aimed to explore
sources of strength and resilience for individuals affected by Hansen’s disease in Brazil.

Methods: We used a cross-sectional study design with a qualitative approach. Semistructured focus groups
were conducted. Analysis comprised thematic categorisation of transcripts.

Results: Thirty-one participants were included: 23 individuals affected by Hansen’s disease and 8 healthcare
providers. We found that while a few individuals affected were provided with formal psychological support in
the early phases of their treatment, many noted the importance of providing such support at this time. Most
participants described relationships with and social support from family members, friends and with others af-
fected by Hansen’s disease as their primary source of resilience. A key context for building resilience was through
the peer-level sharing and engagement experienced in self-care and support groups. Participants also empha-
sised the importance of providing appropriate information about Hansen’s disease and the importance of beliefs
and spirituality.

Conclusions: Hansen’s disease services should seek to build resilience in early treatment through counselling
and during treatment and beyond by having people affected getting together. Across both settings supporting
family and social relationships, providing accurate information and acknowledging spiritual beliefs are important.
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Introduction
Since the introduction of multidrug therapy (MDT) in 1982, the
management of Hansen’s disease (leprosy), a neglected tropi-
cal disease (NTD), has advanced considerably and millions have
been cured from the disease. However, the transmission of
its pathogen Mycobacterium leprae is ongoing, so the primary
focus of Hansen’s disease services in many countries is on
disease surveillance andmedical treatment. However,many peo-
ple affected emphasise that the adverse psychosocial conse-
quences of the disease outweigh the physical and functional
dimensions.1–3 In response, therefore, meaningful Hansen’s dis-
ease services should also attend to psychosocial corollaries of the
disease.4

A commonly reported psychosocial concern for many individ-
uals affected by the disease is Hansen’s disease-related stigma
and discrimination. This adversely affects psychological well-
being and is linked with depression and even suicide.3 It also im-
pacts social participation,5–8 with negative consequences for in-
terpersonal relationships, social inclusion, social status, educa-
tion and even employment.7–9 It is therefore not surprising that a
diagnosis of Hansen’s disease can profoundly and negatively af-
fect an individual’s general quality of life5,10–12 and, specifically,
their psychosocial well-being.4,10,12,13
Within psychologically oriented research, efforts to address

Hansen’s disease-related stigma and discrimination have largely
focused on the stigmatised person, the stigmatising context and
broader systems.14,15 Corresponding interventions have sought
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to treat the individual affected, or influence community attitudes
or change existing laws andpolicies. Fewapproaches have sought
to address discrimination from a resilience perspective. That is,
few have sought to enhancewell-being by building the psychoso-
cial capacity of the stigmatised individual to withstand social
challenges and overcome discrimination. Resilience, the capacity
to overcome and thrive in the face of adversity,16 aligns closely
with some of the skills that may benefit people to overcome dis-
crimination at an individual level.
Resilience-related skills and thinking may enable people to

thrive when faced with adversity17 and may have a positive ef-
fect on general quality of life, happiness, psychosocial well-being
and even longevity.17,18 Factors associatedwith resilience include
optimism, positive thinking, self-efficacy, problem-solving skills,
attachment to others and faith. Resilience also appears to be as-
sociated with enhanced social support,16,18–21 which may in itself
be a protective factor in stressful situations.22 Research suggests
that while all people are resilient to some degree, there are also
a number of resilience-related behaviours or qualities that can be
learned.16,21,23
This would indicate that in the Hansen’s disease context, if

more opportunities and resources were available to build and en-
hance the psychosocial resilience of people affected, then they
may be better resourced to recognise, counteract and deal with
discriminatory behaviour. To date, the concept of resilience has
not been the focus of much research in the Hansen’s disease
and NTD area. Greater understanding of what factors contribute
to the resilience of individuals affected and their family mem-
bers could meaningfully inform Hansen’s disease service devel-
opment. Given the similarities in stigma types, manifestations
and impact among NTDs,24 lessons learned from this research
can also inform service development for other stigmatised con-
ditions, such as other NTDs.
The current study is part of a larger project that aims to de-

velop and pilot an intervention to build individual and family
resilience against Hansen’s disease-related discrimination. The
project has three phases: a scoping review15 about evidence-
based resilience promoting interventions in the context of stigma
and discrimination; the current study explores the sources of
strength and resilience of an initial sample of individuals affected
by Hansen’s disease and experienced health service providers in
the context of Hansen’s disease treatment; and a third phase
underway in India, where the principles of resilience promo-
tion found in the scoping review plus the lessons learned from
the current study inform the design of a pilot intervention to
build resilience among families that are experiencing Hansen’s
disease.

Materials and Methods
Study design
This study used a cross-sectional design with a qualitative ap-
proach. Semistructured focus group discussions were conducted
to gain insight into the sources of strength and resilience of an
initial sample of individuals affected by Hansen’s disease and ex-
perienced service providers.

Study site
Focus groups were conducted at a secondary level public health
facility, the Osvaldo Cruz Policlinic, a State of Rondônia Reference
Center for Hansen’s disease located in Porto Velho, Brazil, in De-
cember 2018. Approximately 300 people affected by Hansen’s
disease are seen at the facility each month. The location caters
to a large number of patients coming from various regions of the
state of Rondônia, northern Brazil, in the Amazon region, who,
despite having completed the drug regimen for active Hansen’s
disease, still require care. Reaction management, physical reha-
bilitation and prevention of disabilities self-care groups are some
of the services provided in addition to regular MDT treatment. It is
located in an urban centre of about 539 354 inhabitants accord-
ing to the population estimate for 2020 by the Brazilian Institute
of Geography and Statistics. In 2019, the number of new cases
registered in the health surveillance system was 122.25

Study population and sampling methods
People with an understanding of Hansen’s disease and Hansen’s
disease services, namely (1) people directly affected by Hansen’s
disease and (2) clinic staff working closely with persons affected,
were included in the study. Data were collected until data satura-
tion was reached; we estimated that this would be reachedwhen
at least 10 individuals per participant group were included. Peo-
ple aged <18 y and those unable to speak Portuguese were ex-
cluded. Healthcare providers were only included if they had spe-
cific responsibilities for Hansen’s disease services.
Participants were selected through convenience sampling

from among those present at the clinic at the time of the group
discussions. Potential participants were contacted via the Os-
valdo Cruz Policlinic, with general and personal invitations of-
fered to people with an understanding of Hansen’s disease and
Hansen’s disease services.

Data collection
Data were collected over a 2-wk period in December 2018. We
used semistructured small focus groups. In these groups, an in-
terview guidewith points and questions to trigger and sustain the
discussion and engagement of all participants was used. Partic-
ipants were asked to speak about what in their experience gave
them (or people affected by Hansen’s disease) strength, courage
and themeans to face discrimination. In addition to audio record-
ing, the facilitator (the second author, an individual affected by
Hansen’s disease, highly experienced in qualitative research) took
written notes and sought clarification where required. All focus
groups were conducted in a private space in the health facility.
Separate focus groups were held for health workers and for peo-
ple affected. Except for one focus group, participants who were
in self-care groups and those who were not, were not mixed. All
focus group discussions were conducted in Portuguese and audio
recorded; the discussions lasted from 19 min to 1 h 33 min.

Data analysis
The audio recordings of the focus group discussions were tran-
scribed verbatim, also noting periods of silence and emotional
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Table 1. Demographic information of participants

No. of individuals Health providers
affected (n=23) (n=8)

Average age, median (range) 53 (26–70) 52 (31–67)
Gender, n (%)
Female 12 (52%) 6 (75%)
Male 11 (48%) 2 (25%)

Education, n (%)
No education 4 (17%) 0 (0%)
Primary level incomplete 13 (56%) 0 (0%)
Primary level complete (8 y) 3 (13%) 0 (0%)
Secondary level complete (12 y) 3 (13%) 1 (12%)
University level complete (>16 y) 0 (0%) 7 (87%)

Occupation, n (%)
Health worker (higher education) 0 (0%) 6 (75%)
Health worker (secondary education) 0 (0%) 2 (25%)
Rural worker 1 (4%) 0 (0%)
Home maker 1 (4%) 0 (0%)
Urban unskilled worker 3 (13%) 0 (0%)
Not occupied 1 (4%) 0 (0%)
Social security beneficiary 17 (74%) 0 (0%)

Group support
Not in self-care groups 11 (48%) n/a
In self-care groups 12 (52%) n/a

expressions. Where there were local language expressions, they
were edited to common Portuguese grammar. These transcripts
were translated to English by the second author (ZBSP) and a
translatorwho is fluent in English and Portuguese,with care taken
to ensure the meanings of terms and expressions were commu-
nicated. A total of 234 pages of transcript was reviewed by the
three investigators (ZBSP, PK, AvtN). Based on agreed summaries,
the investigators identified the main categories of relevance to
the notion of building resilience in the context of Hansen’s dis-
ease services. Whenever necessary, the original transcription in
Portuguese was referred to for clarity.

Results
Demographics
Thirty-one participants were included in 10 small focus group dis-
cussions (2–5 participants per group). Three groups comprised
only female participants, one group consisted only of males and
the other six groups were mixed gender. A total of 23 individuals
affected by Hansen’s disease and 8 healthcare providers were in-
cluded. Of the total of 23 people affected by Hansen’s disease, 12
(n=12/23) were in self-care groups. These self-care groups con-
sist of people undergoing MDT, rehabilitation or both. Their meet-
ings focus on physical self-care and social activities to promote
self-confidence and self-esteem.
Most participants were female (n=18/31). The average age of

all participants was 54 (range 26–75) y. Most participants did not

have a paid job; they received social welfare benefits due to ad-
vanced age or due to physical disability (n=17/31). The other par-
ticipants were unskilled urban workers, a rural worker, a home-
maker or were not in an occupation but without receiving any
welfare benefits (n=6/31). As a qualitative pilot study, focused
on understanding the nature and variety of participants’ expe-
riences, rather than comparing groups or variables, we did not
collect specific clinical data; however, an overview of the demo-
graphic information of the participant groups can be found in
Table 1.
Based on our focus group feedback, all participants with

Hansen’s disease described a degree of discrimination in at least
some, if not most, aspects of their lives. The group interviews ex-
plored ‘sources of strength and resilience’ for individuals affected
by Hansen’s disease through open-ended questions. The follow-
ing themes were identified.

Themes
There is a need for psychosocial support in early treatment to
facilitate resilience

Despite the existence of psychological services in the Hansen’s
disease programme in Brazil, several participants noted that they
went through the process of diagnosis and early treatment with-
out any formal psychosocial support.

No doctor helped me! They just gave the medicine, I
took the medicine, I did not even tell my story because
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I was ashamed there (FG6, women affected by Hansen’s
disease).

Focus group discussions indicated that participants were ex-
pecting that psychosocial and adjustment issues would be ad-
dressed alongside initial medical care. However, in most cases,
they onlymetmedical personnel, whooften did not have the time
or capacity to focus on these issues.

When I came in I already spilled everything out right away,
I was crying, I was telling everything [to the doctor] (FG6,
women affected by Hansen’s disease).

Some participants explained that their experience of early
treatment and diagnosis undermined their strength and
resilience.
The overall picture of early treatment as described in these fo-

cus groups was that there were few opportunities for focusing on
psychosocial resilience. Likewise, staff explained that such ser-
viceswere not a high priority and difficult to providewith schedul-
ing challenges and staff turnover. It seemed that the provision of
psychological support was not a high priority in this service.

She [psychologist] does not have a proper corner to talk. [She
sees people] there, with everyone else walking in and out, it
does not work (FG9, men and women affected by Hansen’s
disease).

Indeed, this was also true of other services:

Often, patients from other health facilities, already under
treatment, arrivewithout any [psychological] guidance (FG5,
health worker).

However, it was also clear that someearly treatment staff took
the time to listen and support patients. People affected drew a
sense of resilience from the positivity provided by staff.

The treatment we do here [at the facility], they take good
care of us. We receive that strength and encouragement
not to give up (FG9, men and women affected by Hansen’s
disease).

In one focus group, an example was given of a medical prac-
titioner who was very helpful in providing people with psycho-
logical and emotional support. This was also noted by service
providers. It was clear from this focus group that such support
by medical staff was deeply appreciated.

Counselling in early treatment is helpful in supporting resilience

A few participants reported receiving formal psychological sup-
port as part of their early treatment. They noted that they had
drawn strength from this one-to-one counselling and described
it as crucial, enabling them to understand the effects of the
disease, to cope with their situation and to start to build their
strength.

It was very difficult! It was the stage of treatment that was
the most difficult… [The counsellor] helped me a lot. Be-
cause until then… I did not talk to anyone. That thing was
trapped inside me. That was very bad for me. I cried a lot.
I got depressed once. After I started having psychological
counselling, I started to improve (FG8, women affected by
Hansen’s disease).

That day, when the doctor told me [I had Hansen’s dis-
ease], I was finished! Then he saw that I was very worried,
so he sent me to talk to her [psychologist]. From that time
on I talked to her, it was… It was like growing up, everything
changed inme (FG9,men andwomen affected by Hansen’s
disease).

Family and social relationships contribute to resilience

In most focus groups, participants talked about relationships
and the social support they received as their primary source of
strength. Focus group participants described drawing strength
and resilience from their relationships with familymembers, from
relationships with close friends and, importantly, from relation-
ships that they had subsequently developed with others affected
by Hansen’s disease.
In many cases, participants described family as their key

source of strength. This was true for both their family of origin
and for their spouse and children:

Forme,what…gavememore strengthwasmy children (FG6,
women affected by Hansen’s disease).

In my family I said: ‘I have this disease here!’ But everyone
supported me, no one turned their back on me (FG4, men
and women affected by Hansen’s disease).

While the importance of family as a source of strength was
evident for the majority of participants, we noted that for some,
family could be a source of rejection and discrimination.
In some cases, friendships were seen a source of considerable

practical support, which enabled participants to bemore resilient.

She said: ‘[C]ome here, to my house, with your children.’ I
with my children! She had five and I three [children]. [She
said:] ‘So let’s raise these children’ (FG6, women affected by
Hansen’s disease).

Someparticipants described their existing and new friendships
with individuals not affected by the disease as a key source of
strength.

My friends always supported me, thank God I never suffered
any prejudice! (FG4, men and women affected by Hansen’s
disease).

Responses from individuals affected and service providers
showed that many people looked to their friendships for emo-
tional strength. In many cases, friends supported their resilience.
However, as with families, in a few notable examples, the oppo-
site was true.
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Peer relationships contribute to resilience

Beyond the theme of family relationships and friendships as
sources of resilience, the majority of our focus group participants
emphasised the importance of relationships with peers affected
by Hansen’s disease as a source of strength. Relationships with
peers were instrumental for psychosocial support and sharing of
experience.

My strength was… my friends from the [self-care group]
meeting here (FG10 men and women affected by Hansen’s
disease).

Participants saw their relationships with those also affected by
Hansen’s disease as core to effectively coping and being resilient.

Because we talk to friends and we get stronger. One is giv-
ing strength to the other (FG7, men affected by Hansen’s
disease).

Indeed, many emphasised that their communication with
and relationships with peers comprised the sharing of informa-
tion, venting of frustrations and sharing of experiences. This reci-
procity and ability to identify with each other’s experiences and
situations resulted in mutual benefits and contributed to their
resilience.

To give strength to others, start helping others who have the
disease. You feel stronger! (FG9 men and women affected
by Hansen’s disease).

Self-care groups and support groups contribute to resilience

A core theme of our focus group discussions related to partici-
pants’ experience of self-care and support groups as a key source
of strength. Interestingly, the healthcare providers interviewed
also emphasised the importance of peer support, self-care and
self-help groups. They emphasised that it is important to actively
encourage these groups and to include family members to fur-
ther reduce stigma:

She managed to recover, and improved her physiognomy,
her self-esteem was up there… In self-care, she found sup-
port (FG1, health worker).

Participants gave strong indications of the psychosocial
strength they had derived from self-care and support groups.

[There are times] that you do not want to do anything… Do
not want to see anybody… Do not want to talk to anyone…
You feel down… And do not want to do anything, but the
group gives us self-esteem to talk, to be entertained, it is
where we tell our problems, where we share what we are
feeling… I take it as a life lesson. I listen to them talk and take
some lesson for me. I’m sure that what I say, they also take
a little bit for them. Because what I’ve been through… To-
day I have overcome… I am already a victor for having gone
through what I went through: the difficulties, the sadness,
the depression that I went through, and I am here today,

and I say: ‘I’m very strong, despite all that’ (FG8, women af-
fected by Hansen’s disease).

Aswith the examples of strength derived from friendshipswith
others affected by Hansen’s disease, many focus group discus-
sions emphasised the sharing of life experience with others. It
appears the mutual nature of the discussions helped them build
resilience. Despite not being intended for addressing psychoso-
cial concerns, self-care and self-help groups provide an opportu-
nity for learning from those who have been in similar situations,
thereby increasing learning and resilience.
Resilience-related benefits described from engaging in such

groups include deriving support from and providing support to
those who are new or at their most vulnerable.

We are very strong for each other. When we meet, people
talk a lot, when we meet, people give strength to one an-
other. Sometimes we come and see the other, like her [an-
other participant] there who cannot talk, and we talk a lot
to her, give her a lot of affection… Today she cannot speak,
but in a month or two months, she can do it (FG8, women
affected by Hansen’s disease).

Self-care and support groups are also a source of fun, which
was an important source of strength.

Weget involved,which is very cool. The games are very good,
we danced, we played, we jumped, we have fun here, you
know, for me the self-care group is very good, especially for
my mind (FG6, women affected by Hansen’s disease).

Providing information about Hansen’s disease is beneficial in en-
hancing resilience

Our focus groups with affected individuals, as well as those
with health staff, emphasised the importance of providing ac-
curate and accessible information about Hansen’s disease in
building resilience in the face of Hansen’s disease and discrimi-
nation. Healthcare providers recognised that correct knowledge
can combat stigma and contribute to resilience.

This stigma is still very much related to… The ancient lep-
rosy…There’s still this prejudice, this stigma… The lack of
information. I think we have to inform better (FG2, health
worker).

People affected also noted the link between information and
stigma:

This lack of knowledge causes stigma (FG7,men affected by
Hansen’s disease).

However, they emphasised that such information had bene-
fit for their own adjustment and understanding and that it was
beneficial to discuss the information with peers. In the context of
a focus group discussion on the topic of accurate information on
how contagious Hansen’s disease is, one participant stated:

531

D
ow

nloaded from
 https://academ

ic.oup.com
/inthealth/article/13/6/527/6129856 by guest on 18 M

ay 2022



A. T. van’t Noordende et al.

It is very good to talk to the doctor, to get rid of the doubts,
and to always have a group, so as to be able to ask ques-
tions, to talk about the experiences (FG4, men and women
affected by Hansen’s disease).

Including beliefs and spirituality is beneficial for greater resilience

Finally, another source of strength and resilience reported by
some of our participants was their beliefs, their spiritual life and
their relationship with God.

It is God! God gives us much strength! I seek God! I seek and
thank God. He has helped me very, very, very much (FG4,
men and women affected by Hansen’s disease).

Many participants referred to praying to God. Participants
stressed the importance of religion and the strength they gained
from praying.

I prayed to the Lord, to my Father in Heaven, I prayed a lot
to the Lord… My strength, I asked God for it. And I thought a
lot about my kids, because I, my problem, was very difficult
(FG6, men and women affected by Hansen’s disease).

Discussion
In keeping with the widely recognised psychosocial needs of per-
sons affected by Hansen’s disease26 and the potential impor-
tance of psychosocial resilience in the face of discrimination,15
the current qualitative study provides key perspectives on what
servicesmight do to help those affected and their families to build
strength and resilience. Based on the perspectives of people af-
fected and service providers in Brazil, services should provide psy-
chosocial support (particularly one-to-one counselling) in early
treatment; recognise that family and social relationships are very
important for building resilience; foster peer relationships (ideally
incorporated into self-care groups); ensure that accurate infor-
mation about Hansen’s disease is provided; and acknowledge the
place of beliefs and spirituality in building psychosocial resilience.
The theme of direct psychological support and counselling

was key in our findings. This study found that people affected
drew strength from psychosocial support and specifically the op-
portunity for counselling in early treatment. The importance of
such support is also stressed in the WHO guidelines for strength-
ening the participation of individuals affected by Hansen’s dis-
ease in Hansen’s disease services, i.e. ‘psychological support and
counselling are crucial to the successful treatment of people di-
agnosed with leprosy’.27 It is clear that counselling can help indi-
viduals cope with hardship and challenges and, indeed, may help
people to becomemore resilient.28 In light of indications from our
recent literature review15 and focus group data, it would appear
that counselling might also be a vital tool for services to enhance
psychosocial resilience in the context of Hansen’s disease.
In the current study, those participants who had only been

seen by medical personnel (who may not have had the time or
capacity to focus on their psychosocial and adjustment concerns)
also described feeling that their resilience was undermined. Our
focus group participants were clear that formal psychosocial sup-

port provided in early treatment aided their resilience. It is note-
worthy that this study was conducted in Brazil, where there is a
degree of psychological support available in the general Hansen’s
disease programme. While it may be that the presence of some
servicesmay have increased awareness of the need for such sup-
port, it also provides an indication for those countries where no
such services exist, i.e. that people affected may gain great ben-
efit from such support.
Another major finding in our study was the importance of

family and other relationships and social support in building re-
silience. Participants described gaining strength from their rela-
tionships and the support they received. While it is generally un-
derstood that social relationships and support play a key role
in a person’s health and psychosocial well-being,29 these find-
ings align with more specific studies that link social support with
resilience.18–22,30 Social support appears to be beneficial for peo-
ple experiencing stress,31,32 may protect against depression and
anxiety33 and may assist people to cope with stressful events.33
Substantial research associates social support with psychoso-

cial well-being31 and quality of life.34,35 The current findings sug-
gest that such social support is also vitally linkedwith resilience.20
Social support can help build resilience because it can be ameans
of gaining functional, emotional, material and informational as-
sistance.20 Relationships can increase resilience by helping peo-
ple to regulate emotions and solve problems by talking through
issues.21,36,37
The importance of the role of family and other relation-

ships for building strength and resilience was reported by all
focus groups. This aligns well with the resilience literature,
which clearly links such connections with a person’s ability to
cope with adversity.30,38 Family relationships provide many of
the advantages of social relationships noted above (reducing
stress and anxiety, improving quality of life and providing prac-
tical support), but at a more significant level. While it is also
true that some of our participants described family and other
relationships as sources of discrimination and stress, it was
clear from the responses that they saw the need for services
to optimise such relationships, towards building resilience and
strength.
Another key finding in our study was the importance of self-

care and peer support groups in fostering resilience. Such groups
are very common in Hansen’s disease services, albeit with a
primary focus on ulcer treatment and disability prevention.39,40
Self-care groups have been seen to have substantial benefits in
managing impairment39,41–43 and group members often report
benefits beyond improved wound care, such as in social par-
ticipation.39,41–43 There were strong indications from our study
that such groups also provide substantial psychosocial benefit
and contribute to resilience. Again, this aligns well with previous
research identifying such groups as effective for promoting re-
silience. The benefits of connection to a group of peers is known
to have a variety of physical and psychological benefits33,44–46 and
promote resilience.15,20,22 People affected by Hansen’s disease in
self-care groups in Ethiopia also reported increased confidence,
dignity, self-respect and a sense of belonging.41 Peer support has
been found to build autonomy and community46 and may en-
able stigmatised people to develop new ways of thinking about
themselves and develop amore positive self-image,46 all vital to a
greater sense of resilience. These findings suggest that Hansen’s
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disease services should seek to build resilience in early treatment,
possibly by utilising (peer) group counselling.
Our focus group participants also emphasised the importance

of accurate information, provided to them, aswell as to their fam-
ilies and others around them. For the layperson in Brazil, Hansen’s
disease is largely unknown, unlike more common tropical dis-
eases that affect large numbers of people. As such, many are un-
aware of it until the point of diagnosis.47 Providing people affected
and familieswith accurate andmeaningful information about the
disease would appear to challenge myths and stigma,15,48 which
also contributes to resilience. Indeed, the provision of information
is a vital dimension of most interventions for resilience in the face
of discrimination.15
Finally, another common source of strength and resilience re-

ported in the present study was participants’ beliefs and their
spiritual lives. Studies in other fields have also found that spiritu-
ality and faith can increase resilience to stigma.49,50 Among our
participants, in response to questions about ‘sources of strength’,
there were clear indications that beliefs were important. Earn-
shaw et al.50 argued that spirituality can restore self-worth and
perception of a sense of control. These would appear to be par-
ticularly valuable assets in the face of stigma and discrimina-
tion. It has similarly been reported in the literature that spiritu-
ality can buffer people from the negative impact of stigma, i.e.
the meaning-making and framing that comes through faith can
enhance resilient behaviours.49,50 Our results align closely with
the observation that relying on faith can provide individuals with
a sense of control, positively contributing to resilience and the ca-
pacity to overcome adversity.51
While the above themes were apparent in the feedback pro-

vided by focus group members and align with indications in liter-
ature from a variety of sources, it should be acknowledged that
this study also had a number of limitations. First, although we
did not seek a large number of participants, the sample for this
studywas small, highly localised and narrowly selected. Typically,
qualitative studies such as this one seek to explore in-depth with
a few participants rather than strive for a representative sample,
so while the study is appropriate for its intended purpose, this in-
formation may not be representative of all those individuals af-
fected.
Second, including service providers in our sample was both a

strength and a limitation. The strength resided in being able to
include service provider perspectives (given that our interest is
relevant to current service provision); however, recognising their
small number led us to conclude that a separate study focusing
on adiversity of service providers across a variety of locationsmay
have been preferable.
Third, some factors that are unique to the Brazilian context

should also be acknowledged. As noted above, Brazilian pub-
lic health services that include psychological services may not
be representative of Hansen’s disease services in other endemic
countries. Likewise, the strongly Roman Catholic and Christian
profile of the Brazilian population may have influenced our find-
ings, but may not necessarily be representative of other Hansen’s
disease-endemic countries.
Finally, it should be acknowledged that while the above

themes are informative from the perspective of key stakehold-
ers, they are not necessarily going to be effective in increasing
resilience. The issue of effectiveness is a topic for future research.

In reality, some aspects that deplete or prevent resilience may
not be amenable to change within the resources of Hansen’s dis-
ease services. However, despite these qualifications, the current
study provides some useful indicators of what actions services
might support or initiate to help those individuals affected and
their families build psychosocial strength and resilience.

Conclusions
Based on the current findings, interventions for promoting re-
silience for people affected by Hansen’s disease who face
stigma and discrimination could be targeted at two main points.
First, during the initial part of treatment, after diagnosis, there
would appear to be substantial benefit in providing resilience-
focused counselling. Providing such a safe environment for peo-
ple to express emotions and concerns early on was strongly
recommended.
Second, during treatment and beyond, having people affected

getting together (in self-care or self-help groups) seems to be
beneficial. This is likely to help people experience a sense of part-
nership and a shared understanding of resilience. Across both
settings, the importance of supporting family and social relation-
ships, providing accurate information and acknowledging spiri-
tual beliefs are important.
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