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Abstract
KEY IMPLICATIONS FOR PRACTICE

� Engaging with the lived experience of psychoso-
cial disability is beneficial, necessary and possible
in LMICs

� Understanding key, context-specific barriers and
enablers for PPSDwill improve wellness, recovery
and inclusion

� In the Afghan context, working with families and
communities to promote supportive environments
towards mental health will improve social inclu-
sion and access to services.
Mental health disorders are common in low and middle-income
countries (LMICs), creating vulnerability to adverse outcomes.
Despite this, there is a gap in understanding the perspectives of
people with psychosocial disability (PPSD). A mental health
project from Afghanistan collected lived experience narratives
through semi-structured interviews with PPSD and family mem-
bers. The interviews focused on individual experiences of barriers
and enablers to social inclusion. Four main barrier themes were
elicited: symptoms of mental disorders interfering with social
inclusion, unhelpful family attitudes and behaviour, unhelpful
community attitudes and behaviours and lack of access to quality
mental health services. Three prominent enabler themes were also
identified: family support and understanding, access to quality
mental health services and supportive community attitudes and
behaviours. Connection to supportive community and support

from family was a critical finding. These results reinforce the importance of hearing from lived experience to help shape both service and
community development programmes.
Keywords: Barriers, enablers, lived experience, mental health, psychosocial disability
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INTRODUCTION
The International Assistance Mission (IAM) has been
working in mental health in Afghanistan for over 20 years.
IAM conducted participatory research to empower the
Afghan people with psychosocial disability (PPSD) and
their families to share their lived experiences of barriers
and enablers to social inclusion, to shape IAM’s future
work in mental health. A social model for understanding
mental illness was adopted, to explore broader, lived
experiences including family, community, social determi-
nants of mental health and cultural contexts. The research
uses ‘psychosocial disability’, while also acknowledging
environmental and social factors influencing PPSD’s lived
experience. The research seeks a deeper understanding of
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the barriers PPSD face to full inclusion and participation,
as outlined in UN General Assembly (2006).

The global mental health movement has achieved signifi-
cant momentum, highlighting the inequalities in mental
health systems between high-income countries (HIC) and
low and middle-income countries (LMICs) (Patel, 2014).
The treatment gap, the percentage of people needing, but
not receiving adequate treatment, is estimated to be 76% to
90% in LMICs (Patel et al., 2010). Patel proposed three
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strategies to reduce the gap: increased numbers of psychia-
trists and other mental health professionals, increased
involvement of appropriately trained non-specialist pro-
viders and active involvement of people affected by mental
disorders (2010). Scaling up access to medical expertise
and treatment through task shifting has received consider-
able attention (Ventevogel, 2014). However, the active
involvement of people affected by psychosocial disability
has not received as much attention in LMIC.

‘Historically people with mental health problems have
lacked a voice. Neither they nor their families have been
involved in decision making on mental health services, and
they continue to be at risk of social exclusion and discrim-
ination in all facets of life.’
[World Health Organization (WHO), 2010, p. 2].

For decades in HIC, people with lived experiences of
mental illness (personal experience of living with psycho-
social disability or caring for someone else) have increas-
ingly participated in planning services and mental health
policy review (Lester & Tritter, 2005; Mulvany, 2000).
However, Lempp et al. (2018) in Ethiopia, Nigeria and
Nepal found very low levels of mental health service user
participation in mental health decision-making.

Investigating lived experiences of psychosocial disability in
HIC has increased over the past decade and has highlighted
the experienceof stigmaanddiscrimination (Corrigan, 1998;
Corrigan, River, Lundin,Wasowski, Campion, &Mathisen,
1999). Literature from LMIC shows experiences of stigma
and discrimination are also seen. A study in India found that
42% of people with schizophrenia felt that family members
had discriminated against them (Shrivastava et al., 2011).
Researchers inMozambique found threemain reasons for the
high treatment gap: stigma and lack of awareness, limited
material and human resources, and insufficient research
capacity (Sweetland et al., 2014). A lack of access to
medication, financial problems and the burden of taking
care of the patient were found to be commonly occurring
obstacles to mental health care in Vietnam (Van der Ham,
Wright, Van, Doan, & Broerse, 2011).

Within Afghanistan, mental health research has focussed
on the high levels of stress and distress experienced by the
Afghan people due to the long standing conflict (Miller &
Rasmussen, 2010; Trani & Bakhshi, 2013; Panter-Brick
et al., 2008).
Table 1: Participant list

Participant number Participant description

1 Young woman with depression, Bad

2 Young man with epilepsy, Hera

3 Older man with depression, Badgh

4 Middle aged woman with depression, B

5 Older lady depression, Herat

5a Adult daughter of 5

6 Middle aged lady with psychosis, H

6a Husband of 6

7 Young woman with epilepsy, Her

8a Mother of a school age girl with anxiety and spee
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However, there is little research on the lived experience of
psychosocial disability in Afghanistan. In a summary paper
on the state of mental health in Afghanistan, Sayed (2011)
reports on the high levels of stigma and its consequences
for people with epilepsy in Afghanistan.1 Another study,
from Eastern Afghanistan, investigated support seeking
behaviour of community members: 98% of people named
‘Allah’ as their first resource of emotional support and 81%
named a family member as their second choice (Scholte
et al., 2004).

Generating information about effective interventions to
reduce stigma and discrimination in LMICs is now an
important mental health priority (World Health Organiza-
tion, 2013). Understanding these local and contextual
experiences from LMICs are important in shaping
approaches to scale up access to treatment and strengthen
social inclusion (Kirmayer & Pedersen, 2014). To our
knowledge, this is the first time the Afghan mental health
service providers and project workers have engaged with
lived experience research.

MATERIALS AND METHODS

Design
A qualitative study using semi-structured interviews was
used to explore the lived experience of people with psy-
chosocial disabilities and their families in Afghanistan.

A list of possible barriers and enablers was compiled by a
group of project workers who have worked at community
level with PPSD and their families, which created the
initial structure for the semi-structured questionnaire.
The semi-structured interview initially used open questions
asking participants’ views on barriers and enablers and
then asking more specific questions surrounding barriers
and enablers raised. After each interview, the interview
questions were adapted to include new content suggested
by the participants. The analysis followed a deductive
content analysis (Elo & Kynga, 2008) using the established
framework of barriers and enablers above.

Participants
Interviews were conducted with 10 people in two western
provinces in Afghanistan: four PPSD and three caregivers
from Herat province and three PPSD from Badghis prov-
ince [Table 1].
New or follow-up patient Marital status

ghis New Unmarried

t Follow-up Unmarried

is New Married

adghis Follow-up Married

Follow-up Married

Follow-up Married

erat Follow-up Married

Follow-up Married

at Follow-up Unmarried

ch problem, Herat New Unmarried
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Convenience and selective sampling methods were uti-
lised. Participants were selected from the waiting room of
the Mental Health Training Centre, Herat City, and from
the mental health outpatient room of the Badghis Public
Hospital in August 2016. Selective sampling was achieved
by looking at the list of attending patients in the triage room
on the day of interviews and choosing as diverse a group as
possible, based on age, marriage status, diagnosis, new/
follow-up and gender. Participants were approached and
asked if they were willing to be recorded while inter-
viewed, no one declined. PPSDs attending with care givers
were given the choice to be interviewed alone or sepa-
rately. The interviews were conducted by the first two
authors.

Analysis
The interviews were recorded in, and transcribed into, Dari,
a major language of Afghanistan. The Dari transcript was
translated into English and checked by the second author
who has knowledge of both languages.

Interviews were read through by the first and second
authors to gain overall understanding prior to coding.
The English interviews were reviewed by the first author
and coded deductively according to barrier and enabler
categories. Codes with related meanings were grouped into
themes. These themes were reviewed by the second author
and mutually agreed on. Themes were counted to identify
the most significant barriers and enablers by the first and
second authors [Table 2].

FINDINGS
Fourteen themes were identified from the interview tran-
scripts. The most frequently mentioned barrier and enabler
themes are reported in detail, followed by a summary of the
barriers and enablers mentioned by a minority of
participants.

Barriers to social inclusion
Symptoms of mental health
Not willing to participate in community life: Participants,
all with moderate-to-severe depression described how their
depressive symptoms of lack of interest, sadness and lack
of enjoyment made inclusion in community life difficult:
‘my illness causes me social problems as I just want to sit
alone and cry a lot.’ Participant 5. One participant with
epilepsy reflected, ‘But at the beginning I couldn’t go
anywhere, I had 3–4 attacks each day.’ Participant 7.

Symptoms that prevent normal participation in religious
activities: Symptoms of low energy and tiredness created
barriers to actively participate in religious activities impor-
tant for community inclusion: ‘I used to do congregational
prayer, but since I got this problem I prefer to do it alone at
home. I was reciting holy Quran. But now I feel too tired to
do it.’ Participant 3. ‘As I feel sleepy most of the time I miss
the morning and evening prayer.’ Participant 4. A partic-
ipant’s husband expressed, ‘When I come back from the
mosque, she is still sleeping, not praying. I wake her to pray
and still she does not pray.’ Participant 6a.
224 Intervention, Journal of Mental Health and Psychosocial
Disturbed emotional states prevent normal participation in
family life: Participants described anger and frustration
resulting in violence or threats towards their families,
creating a barrier for them to engage in family life and
wider consequences: ‘last year, at least 4–5 times a day, I
was hitting the children and swearing. I would not let
anyone be near me and I broke a lot of things.’ Participant
6. ‘I used to hit everyone, my children and my husband, I
told them I would burn the house down and leave them. I
asked for a divorce. I thought my head would explode.’
Participant 5.
Unhelpful family attitudes and behaviours
Excluding or restricting from normal life: Participants
described feeling not listened to or consulted on family
decisions and having their movements restricted, excluding
them from normal family life: ‘I have a daughter who looks
after me, but she doesn’t let me go out.’ Participant 6. ‘No
one consults me for anything, even about my own life.’
Participant 4.

Name calling and judging from family: Participants
described feeling ostracised, unaccepted, teased and called
names, like ‘crazy’. Beliefs about the illness made it
difficult for people to accept them: ‘My brother said that
I must have got a jinn from going out to the fig tree in the
night.’ Participant 7.

Physical violence from family: For some female partic-
ipants, there was violence occurring at family level: ‘since
my husband married for [the] second time, his behaviour
with me is changed and he has started being violent to me.
One time the violence was very tough and caused the
breaking of my shoulder bone, the broken bone is visible
now.’ Participant 4. ‘They beat me and hurt me. My
husband’s brother’s wife also beats me.’ Participant 6.

Lack of anyone in family who understands their problems:
One participant expressed the barrier as the emotional
burden of not being understood: ‘I do not feel needy due
to lack of food or clothes, but what gives me pain is that in
this period of my life no one (in my family) understands
me.’ Participant 1.

Family not meeting physical needs: Another highlighted
the barrier as a lack of physical help from the family: ‘my
husband does not provide enough food and clothes for me
and my children.’ Participant 4.
Unhelpful community attitudes and behaviours
Excluding or restricting from normal life: Participants
expressed being ridiculed at public community events
because of unusual behaviours leading to community
exclusion: ‘during one wedding I had a bad time and
everyone came to stare at me, because of this, I avoided
many weddings.’ Participant 6. ‘They (community) treat
her (Participant 6) differently, they say things like “don’t
disturb her because she is sick.” and “she doesn’t behave
well with them.” People do avoid her, people don’t come to
our house in the afternoon.’ Participant 6a. ‘They (wider
community) tell her to not continue this craziness or she
Support in Conflict Affected Areas ¦ Volume 16 ¦ Issue 3 ¦ November 2018



Table 2: Barriers and enablers

Category Category of barrier Number of participants who mentioned this
theme (total = 10)

Which people mentioned
this theme

1 Symptoms of mental health 8 1,2,3,4,5,6,6a,7

1.1 Not wanting to participate in community life 6 1,3,4,5,6,7

1.2 Symptoms prevent normal participation in
religious activities

4 3,4,5,6a

1.3 Disturbed emotional states prevents normal
participation in family life

2 5,6

2 Unhelpful family attitudes and behaviours 8 1,2,4,5,6,6a,7,8a

2.1 Excluding or restricting from normal life 5 2,4,6,6a,8a

2.2 Name calling and judging from family 4 1,5,6,7,8a

2.3 Physical violence from family 4 4,5,6,8a

2.4 Lack of anyone in family who understands their
problems

2 1,4

2.5 Family not meeting physical needs 1 4

3 Unhelpful community attitudes and behaviours 8 2,4,5,5a,6,6a,7,8a

3.1 Excluding or restricting from normal life 6 4,5,6,6a,7,8a

3.2 Name calling and judging from community 5 2,4,5a,6,8a

4 Lack of access to adequate mental health
services

7 2,3,4,6,6a,7,8a

4.1 Spending money and not being helped by faith
healers

4 4,6,6a,8a

4.2 Lack of understanding about mental health issues 4 2,4,6,8a

4.3 Taking medical treatment which does not help 3 2,3,7

4.4 Lack of money stops adequate ongoing treatment 1 4

4.5 Lack of supportive male relative to help with
access

1 4

5 Economic or employment barriers 3 2,3,4

6 Difficulties with education 2 7,8a

7 Restricted transport options 1 2

Category Category of enabler Number of participants who mentioned this
theme (total = 10)

Which people
mentioned this theme

1 Family support and understanding 10 1,2,3,4,5,5a,6,6a,7,8a

1.1 Help from family with access to medical services
(see below for breakdown)

6 1,2,4,5,7,8a

1.2 Being treated the same as everyone else in the
family

5 2,3,5,5a,7

1.3 Advice and a listening ear from family 3 1,2,6a

1.4 Feeling respected and cared for by family 2 3,7

1.5 Encouraged by family 5,7

1.6 Defended from community by family 2 5,8

1.7 Included in family decisions 2 6,6a

2 Access to quality mental health services 7 1,2,3,4,5,6,6a,7

2.1 Getting treatment that reduces attacks or symptoms 6 2,3,5,6,6a,7

2.2 Treatment that is not expensive 3 4,5,7

2.3 Access due to mother’s help 3 1,2,8a

2.4 Access due to father’s help 2 4,7

2.5 Access due to relative’s help 1 5

3 Supportive community attitudes and behaviours 5 2, 3,4, 7,8a

3.1 Treated the same as everyone else by the community 3 3,7,8a

3.2 Social contact with people from the wider
community

2 3,8a

3.3 Not teased or disrespected 2 3,4

3.4 Able to marry 1 2

4 Meaningful work, including economic benefits of
work

3 2,7,8a

5 Mental Health literacy including self-
understanding

2 2,7

6 Spiritual practices 2 2,3

7 Inclusion in education 1 8a

Allan et al.: Barriers and enables in psychosocial disability in Afghanistan
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will become ridiculous.’ Participant 5a. Participants
expressed how these community attitudes and behaviours
restricted their future marriage possibilities: ‘if she [is]
starts to speak, maybe she can marry. If she stays like this,
no one will take her.’ Participant 8a. ‘Maybe it will (affect
my chances of marriage), in my idea it should not affect
[it], but maybe it will have an effect.’ Participant 7.

Name calling and judging from community: Community
belief in the spiritual nature of the illness resulted in
participants feeling disbelieved and judged: ‘some people
say I have an evil spirit and I totally don’t believe that.
Some people think I am not mentally fast. Some people
think I am making excuses for myself when I tell them that I
have a medical condition, perhaps they don’t believe me.’
Participant 2. This was particularly experienced by partic-
ipants with epilepsy.
Lack of access to adequate mental health services
Spending money and not being helped by faith healers:
Cultural beliefs about help seeking were a barrier to
accessing effective help. First help was from faith
healers and sheikhs, and treatments were ineffective
on their own. ‘I have taken her four times to one faith
healer and once to another one. It costs about 50 afs, I
don’t have much to give, so I give what I can. Today is
the first time she sees a doctor.’ Participant 8a. The cost
of faith healers can be prohibitive: ‘they encouraged me
to see some faith healer or Sheikh. In the past I believed
so, thus I went to many faith healers, but got no positive
effect. I spent lots of money paying faith healers, but no
help.’ Participant 8a.

Lack of understanding about mental health issues: Partic-
ipants shared that the lack of clear information about
mental health problems made it difficult to access appro-
priate treatment: ‘no one has ever told me anything about
mental health, just from the staff at this clinic today I have
heard about mental health for the first time.’ Participant 8a.
Participant 2 spoke about his illiterate brother saying,
‘messages about mental health need to be at the level
for the farmers. Some TV slogans [about mental health]
are in too high Dari to be understandable. My brother is
illiterate and I have to translate for him’.

Taking medical treatment which does not help: Even when
participants with epilepsy did seek medical help, obtaining
good-quality treatment was an issue: ‘the doctors in the city
gave many, many medicines; they didn’t really help me
much at all.’ Participant 7. ‘I first went to a doctor in the
city, but they didn’t refer me or treat me.’ Participant 2.

Lack of money stops adequate ongoing treatment: Access-
ing services has an economic burden and some participants
expressed this restricted access to adequate treatment: ‘I
went to a mental health doctor one or two times, but due to
the poor economy, I couldn’t continue visiting the doctor.’
Participant 4.

Lack of a supportive male relative to help with access:
Accessing treatment for women in Afghanistan requires a
male companion, which restricts access: ‘since I have this
226 Intervention, Journal of Mental Health and Psychosocial
problem, my husband never took me to a health facility to
treat me.’ Participant 4.
Economic or employment barriers
The compounding effect of poverty on mental health and
social inclusion was expressed: ‘since I have this problem,
I resigned frommy official job.’ Participant 3. The resulting
poverty was a barrier to further community engagement: ‘it
is really the poverty, not my illness, that stops me from
studying extra classes’.

Low level of education
Poor engagement with education was the most signifi-
cant barrier to social inclusion for one participant: ‘I
had to leave school after 6th grade. I decided to leave
school because of this problem.’ Participant 7. ‘It is
difficult for her in class because she can’t speak.’
Participant 8a.

Restricted transport options
Restriction on use of transport due to epilepsy was a
barrier: ‘I was at my work and my manager told me to
take the motorbike and go to some places and I told him I
can’t ride a motor bike because of the epilepsy.’ Participant
2, who was able to negotiate with his manager to keep his
job.

Enablers of social inclusion
Family support and understanding
Help from family with access to medical services: Family
support in health seeking enabled participants to feel
included in society: ‘my father is a leader in our commu-
nity, he himself saw doctors to ask advice about me and the
doctor said to send me to the clinic.’ Participant 7.

Being treated the same as everyone else in the family:
Participants cited that being treated the same as everyone
else enabled them to participate socially: ‘they (family)
treat me the same as they always did, they still visit us at
our house and we go to their houses. No one is afraid of
me.’ Participant 5.

Advice and a listening ear from family: Being listened to
and receiving advice made some participants feel included:
‘if I need to talk about my problems or need emotional
support, that mostly comes from my mother.’ Participant 2.

Feeling respected and cared for by family: Meeting physi-
cal needs was enabling: ‘I don’t have any problem from my
family, they care well for me, and even my wife helps me to
take a bath.’ Participant 3.

Encouraged by family: Words of encouragement from
family members helped some participants to feel included
in family life: ‘my little brother is a mullah, he encourages
me that this is a health problem and can be cured.’
Participant 5.

Defended from community by family: Some participants
and their relatives felt socially included by their relatives
defending them publicly: ‘I am the one who tells them
Support in Conflict Affected Areas ¦ Volume 16 ¦ Issue 3 ¦ November 2018
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[boys and girls on the street] not to be violent and tease
her.’ Participant 8a.

Being included in family decisions: Being included in
major family decisions was experienced as inclusion: ‘I
was not happy for my daughter to be engaged to one boy
and they accepted what I said about that.’ Participant 6.
Access to adequate MH services
Getting treatment that reduces attacks or symptoms: Par-
ticipants living with epilepsy said that effective medical
treatment allowing them to work increased their social
inclusion: ‘since coming to this clinic, things have
improved for me. Since I started coming here I was able
to start working as a tailor.’ Participant 7.

Treatment that is not expensive: The participants talked of
effective versus ineffective services: ‘I went to many
doctors and then my husband told me there is a new clinic
opening, and I came to this clinic. They gave me just 1
tablet that only cost 80 Afghani (about $1.20 USD) and I
became better.’ Participant 5.

Access due to help from family: A variety of family
members helped with access issues to mental health ser-
vices, which participants linked to feeling included
socially: ‘today I could convince my mother that I need
to go to hospital and that I have a problem.’ Participant 1.
‘The times I went to doctors I got a loan from my father.’
Participant 4. ‘One of my relatives who had same problem
advised me to see mental health doctors in Herat.’ Partici-
pant 5.
Supportive community attitudes and behaviours
Treated the same as everyone else by the community:
Participants expressed connection to a supportive commu-
nity as being treated the same as everyone else in society
and having their illness understood: ‘there is no difference
in their behaviour, they are the same with me (as others).
Because I am positive with them, they are positive to me.
They have seen it (her epilepsy) and they know that this is a
medical problem.’ Participant 7.

Social contact: Participants described how social contact
with others in the community enabled social inclusion: ‘I
have no problem with people not wanting to be near me. My
friends visit me, we sit together and speak.’ Participant 3.

Not teased or disrespected: Some participants with depres-
sion had not had experienced teasing or disrespect: ‘no one
called me words like crazy.’ Participant 3.

Able to marry: Eligibility for marriage was an issue for
single participants: ‘if I have enoughmoney, I think I will be
able to marry the same as everyone else.’ Participant 2.

Meaningful work including economic benefits
Participants with well-controlled epilepsy shared that paid
employment was their most significant enabler for social
inclusion: ‘I would say it is not such a big problem now,
as I can now work. Perhaps it affects my life 20%.’
Participant 2.
Intervention, Journal of Mental Health and Psychosocial Support in Conflict Affe
Mental health literacy
Increasing mental health literacy of the family enabled
social inclusion: ‘before we came to this clinic they (family/
community) said she has a jinn, now they see that it is not
jinn, but is physical problem.’ Participant 7.
Spiritual practices
Participation in religious observation, in the same way as
others, enabled male participants to feel socially included:
‘I do Namaz (prayers) same as everyone else, there is no
issue with Namaz.’ Participant 2.

Inclusion in education
Education was valued as way of enabling social inclusion
for a child participant: ‘her father says she doesn’t need to
go to school, as we have no money, but I push all my
daughters to read and write, including her, so that they can
have better life.’ Participant 8a.

DISCUSSION

It is unsurprising that lack of access to adequate mental
health services is seen as a significant barrier and its
presence as an important enabler. However, this small
study shows that ‘access’ is a complex phenomenon, not
simply a matter of more facilities or mental health pro-
fessionals. The family had a key role for enabling access;
through knowing about available mental health facilities,
rather than only consulting local faith healers and practi-
cally supporting travel and treatment costs. The Mental
Health Gap Action Plan provides countries with the sup-
port to adapt programmes for context (World Health
Organization, 2016), and our work shows the importance
of developing tailored programmes to address factors
preventing or enabling access. Access factors are multi-
faceted and not only issues of health, requiring coordina-
tion, interdisciplinary working and a wider psychosocial
understanding of the mental health context at all levels. The
absence of ‘social workers’ in the Afghan mental health
context limits this kind of wider understanding (Babury &
Hayward, 2013). An increased focus on the social deter-
minants of health could result from social workers, occu-
pational therapists, peer workers or non-medical,
community-based support workers working alongside
counsellors and doctors. Incorporating PPSD in this pro-
cess would show the urgent need for change and express
the complex realities in the narrative.

The study did not specifically ask about stigma but instead
asked for examples of helpful and unhelpful attitudes and
behaviours in the family and community connected to
social inclusion. There were differences in the barriers
and enablers faced by people with different diagnoses and
genders. The older man with depression experienced no
barriers related to unhelpful family or community attitudes
and behaviours. His family and community enabled his
inclusion. The womanwith psychosis experienced the most
significant barriers. The two participants with epilepsy had
experienced family and community barriers which reduced
after effective treatment.
cted Areas ¦ Volume 16 ¦ Issue 3 ¦ November 2018 227
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The complexity of stigma necessitates a multifaceted
approach, including raising awareness, improving the
affordability of treatment (World Health Organization,
2013) and building community cohesion. Scarcity of infor-
mation regarding the causes of mental illness adds to
stigmatising attitudes that are barriers to inclusion. Spiri-
tual causes, former life, witchcraft and other beliefs can
increase the social isolation and community misunder-
standing faced by people with mental illness (Thornicroft,
Rose, Kassam, & Sartorius, 2007). Medical information
alone may not be effective in reducing stigmatising atti-
tudes and behaviours. As Mathias, Kermode, Sebastian,
Koschorke, and Goicolea (2015, p. 8) assert, ‘ . . . emerg-
ing evidence suggests that stigma reduction intervention
promoting a bio-medical model of mental illness may
increase rather than decrease stigma’. In our study, par-
ticipants had experienced significant barriers that were
unrelated to medical knowledge alone, such as exclusion,
restriction and violence. Allowing people with psychoso-
cial disabilities a voice in their communities and mass
media approaches to increase general understanding about
mental illness are considered more effective in reducing
stigma (Mathias et al., 2015).

The lived experiences of the barriers and enablers elicited
in this study were influenced and shaped by unique societal
challenges faced by the wider community in Afghanistan.
Gender-related issues in Afghanistan, such as restriction on
women’s movements outside of the house, forced early
marriage, multiple wives, high levels of gender-based
violence and low levels of female education were reflected
in the stories of women’s lived experience and influenced
the way barriers interacted with each other. More than half
of the female participants had experienced family-based
violence and referred to their experience of violence as a
barrier to their personal recovery. This demonstrates the
need for a primary prevention approach in Afghanistan,
addressing the issues of gender discrimination, gender-
based violence and gender stereotyping, as well as policy
and legislation changes (World Health Organization,
2002). Violence towards children as a symptom of mental
distress was evident and reported by others (Miller et al.,
2006). This study showed the need for screening and help
for PPSD to prevent violence against children, although
this is only one of the factors causing Afghanistan’s high
levels of violence against children. Social exclusion mech-
anisms in Afghanistan relate to individual’s failure to
conform to societal and religious, role-based norms (Trani
& Bakhshi, 2013). In our study, mental health symptoms
such as anhedonia (lack of enjoyment of anything)
impacted societal norms of visiting and receiving visitors
and was expressed as a significant barrier to social inclu-
sion. When assessing recovery and mental health function
in the Afghan context, attendance at important community
and religious events was a key factor.

The ‘what matters most’ approach analyses the most
significant local cultural components and how they
touch mental health (Mascayano, Armijo, & Yang,
2015) and would help to further breakdown the spe-
cific cultural components of stigma. Cultural and
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gender-based norms of public compliance with modest
dress and behaviour contribute some of the high levels
of stigma faced by people with epilepsy and psychosis,
particularly for women. Further study of these issues
would be helpful.

Economic stress as a barrier highlights the relationship
between poverty and mental illness and the costs involved
in health seeking in these contexts. Our results agree that
poverty is deemed to be both a cause and consequence of
mental illness, interacting in a negative cycle (World
Health Organization, 2010). Other studies found economic
stressors were significantly impacting individual and fam-
ily resilience (Panter-Brick, Eggerman, Gonzalez, & Saf-
dar, 2009) and that a regular income was a factor affecting
the mental health status of the Afghan women (Shin, Kim,
Liw, & Kim, 2009). This was supported by our study,
where the paid occupation of two people with epilepsy was
their most significant enabler of social inclusion. The
results point to a need for organisations to support families
and take account of access to development opportunities
and economic pathways (Lund et al., 2011; Rosenfield,
2012; Trani et al., 2015).

From the research process, the project team from
Afghanistan learned that it was possible to ask about,
record and analyse people’s lived experience with partic-
ipants sharing more freely than expected. The research and
project team have gained experience in the value and
practice of engaging with lived experience and can more
clearly see its role in shaping their project design.

There were new insights for the team into the unique role of
mothers providing support and encouraging access to
services, despite not usually being the decision maker of
the family. There were also new insights into the relation-
ship between violence and the experience of mental illness
in Afghanistan.

There were signs of change in the situation in Afghanistan
including engagement with public health messages, ‘the
problem I have, I have seen written on billboards in the city
as “mergi”, in my family we call it “mergi”’ (Participant
2), and motivation to change their society: ‘I discuss with
people and try and persuade them that epilepsy is a
disease’ (Participant 2). Another sign of change articulated
an active approach to living with a psychosocial disability:
‘now it doesn’t affect my life so much, as I now understand
I have to live with it. If I don’t go to weddings, it is not
helping − if I can’t go out I feel worse, so now I have
decided to go everywhere’ (Participant 7). These positive
changes encouraged the project team that PPSD in
Afghanistan would be able to advocate for changes in their
communities and government, even for policy changes.

The new insights gained from this research informed some
significant changes to the IAM Afghan Mental Health
Programming including better practices of involving lived
experience in our work, programming and advocacy for
policy change addressing the social components of mental
illness and to reduce violence against children and support
positive parenting.
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Mental health programmes should seek to understand the
intersectionality’s which not only predispose a person to
developing mental illness, but also impact on that person’s
lived experience of the illness and has significant ramifi-
cations for treatment, recovery and inclusion (De Menil &
Glassman, 2016).

Limitations
The findings of this pilot study cannot be generalised
because the research group was small and the qualitative
nature of the study, but the findings suggest further study.
As participants were selected from health facilities, there
was bias towards people who already access mental health
services, unrepresentative of all those with psychosocial
disabilities in Afghanistan. Different results, following
analysis and prioritisation, may have been obtained if
PPSD themselves had been included in these processes.
Asking open questions about barriers and enablers to social
inclusion did not always lead to clear answers, necessitat-
ing prompts of possible barriers and enablers, inducing
possible bias towards the ideas we suggested. A further
refining of the questionnaire would have been useful. Work
with more educated PPSD may have helped this process
but would not have been representative of the situation in
Afghanistan. In addition, participants may have not wanted
to speak too negatively about close family members or
activities connected to the organisations’ project work.
Future studies could consider asking people with psycho-
social disabilities what would increase enablers and
decrease barriers for improved inclusion and involve them
in the design, analysis and the prioritisation process.

CONCLUSION
This research shows that engaging with lived experience of
psychosocial disability is possible in LMIC and having
people share their personal experiences can be a significant
part of the strategy to reduce barriers and increase enablers
of social inclusion. The barriers to social inclusion at
family and community levels are significant and work to
change attitudes and behaviours will require varied
interventions.

Enablers such as personal coping mechanisms, employ-
ment and participation in religious activities should be
leveraged as key factors in wellness, recovery and inclu-
sion. Access to development and economic pathways
should be a core component of new approaches.

In conclusion, it is vital that a medical approach to mental
wellness through improved access (more healthcare pro-
fessionals, more access points, affordability) is augmented
with a social determinant approach which strives to nurture
an enabling environment for people living with psychoso-
cial disability through dialogue and action with families
and society, and most importantly, with the people
themselves.
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