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Historical background – Fragile Context

▪ From 1930’s until 1979: ruled by military dictatorships.

▪ Cruel civil war (1980–1992): > 75,000 civilians died. 

▪ Currently: “Maras” = violence among young people 

(approximately  3000 deaths per year).



• Defined health as a public good and essential human right
• Financed through general taxation  (NO “voluntary” fees)
• Ensured a collective, democratic & participatory construction of 

health based on: 
• Community Organization 
• Social Participation
• Intersectoral approach to health problems 
• Ongoing search for equity
• Solidarity as basic concern in the organization and provision 

of efficient, integrated and universal health services

2009: Comprehensive Health reform 



1st part  (Oct/Nov 2017) 

The role of civil society in decision making for health: 

Strategies of social participation in El Salvador

Objective: Analyse the community participation 

process by the National Health Forum (FNS)



National Health Forum

From 0 committees (2009) to 550 committees (2017) 

in 82 municipalities (in 12 of the 14 departments)

with active participation 
– At all levels of health networks

– Social Control on health system

– Offices for the Right to Health

– Leadership capacities

– Health policy formulation from the base 

– Sectoral coordination tables

– Policy advocacy towards guaranteeing the right to health



METHODOLOGY
This was carried out during November 2017 in the meeting spaces used by members of the National Health Forum

Territorial Approach

We developed 2 Focus groups in a rural community and an urban community with between 10 to 15 participants, which 

are leaders in their territories, to discuss how participation was carried out in their communities.

Sectoral Approach (sectoral tables)

2 Semi-structured group interviews were developed with members of the sexual and reproductive health tablel and the 

table against violence of the National Health Forum. In addition 2 individual structured interviews were developed to the 

leader of the sexual and reproductive table and the leader of the medication table

Advocacy Approach

-Participation in concentrations and marches in defense of Rights and recording observational data

-Visit to community radio network and recording observational data

-2 individual structured interviews to the Viceminister of health policies of the Ministry of Health and the Director of the 

National Health Forum.



RESULTS

Definition of 
participation

Mechanisms of 
participation

Social 
conception of 
participation

Progress and 
challenges in 

health 
participation



CONCEPT REGARDING PARTICIPATION
"Meaningful, conscious, critical participation and in benefit of the quality of life of the 

population”. Member of the National Health Forum.

Participation:

- organized

- for the benefit of society, not individual interest

- with transformative capacity

- making decisions

- as a process of empowerment of the population

- as a right

- as a sense of belonging



Design

Open Social Dialogue discussion panels with 
different key agents from the
institutional level, professional level and civil 
society

Implementation
Follow-up of the 
health reform by 
the FNS

Evaluation
• Social Control
• Accountability

COMMUNITY PARTICIPATION IN THE DIFFERENT 

COMPREHENSIVE HEALTH REFORM

Short-term planning

Lack of participation 
in the budgetary 
priorities of the MoH

"Only with an active community participation the integral health reform can be 

consolidated"

The individual interviews conducted to the Viceministe of health policies of the Ministry of Health and the Director of the 

National Health Forum reported how participation was envisaged during the formulation of the Health reform



MECHANISMS OF PARTICIPATION

• Intersectoral and intra-sectoral approach:

• Advocacy Work

In alliance with: -Network for the right to communication

- People Health Movement

-Social partnership for governance and justice (ASGOJU)

Territorial axis &
Sectorial

axis

Communitary 
committees

Departamental 
committee

National 
committee

Municipal 
committee

The individual interviews and group interviews conducted to members of the sectoral tables from the National Health Forum 

reported how participation was envisaged.



Recommendations
• Increase territorial scope for participation in health

• Manage the balance between the autonomous positioning of the FNS and 

the tensions with other stakeholders.

• Improve security in the territories.

• Greater systematisation of information (experiences and results) for 

evaluation and dissemination purposes.

• Finance sustainability.

• Strengthen strategies to incorporate young people in the Social Movement.

• Health in All Policies: Health and participation as  responsibility of all areas 

of government.



Second part (March/April 2018) 

Analysing community engagement in public 
health services in El Salvador, using chronic 
diseases care as a tracer condition 

• Epidemiological data on NCDs

• Social Mapping

• Illness narratives



In 2016, NCDs caused 

16,808 deaths. 

Of these: 38% (6,363) 

in the population

from 30 to 69 years.



Risk factors for non communicable diseases in 

the adult population  ≥ 20 years
Survey in Chronic Diseases in adults in El Salvador (ENECA, 2014-2015)  

• Low consumption of fruits and vegetables (93.8% prevalence)

• Excessive consumption of sugary drinks (81% prevalence).

• Insufficient water consumption (65.9% prevalence)

• Direct exposure to agrochemicals (12.6%)

• Sedentary (little physical activity) (39.9%)

• Family history ENT studied

•



Conclusions ENECA:

• Hypertension most prevalent NCD (37% prevalence)

Predominance in the Metropolitan Region

• Diabetes mellitus & obesity mainly in women

Predominance in the Metropolitan Region

• Chronic kidney disease predominant in men

Predominance in Paracentral and Oriental Regions
- 2/3 correspond to traditional risk factors: hypertension and diabetes
- 1/3 corresponds to “non-traditional” chronic kidney disease



Social mapping

● Mapping of the social relationships related to the health seeking 

behaviour of persons with NCD

● Aiming to identify and understand existing social connections and 

resources within communities to support the design and implementation 

of programmes.

● Enables communities to participate in identifying levels of connection and 

trust among the people and organisations that can provide support within 

their context.

http://www.tearfund.org/~/media/files/tilz/sgbv/2017-qmu-tearfund-who-can-i-turn-to-en-2.pdf

http://www.tearfund.org/~/media/files/tilz/sgbv/2017-qmu-tearfund-who-can-i-turn-to-en-2.pdf


Social mapping



Identify the formal and informal support resources available to people 
with NCDs by mapping the social connections and their potential levels 
of trust.

Explore social resources relevant in three scenarios:

1- Diagnosis of NCDs

2- Acute episodes of NCDs

3- Follow-up of NCDs

Aims and Objectives



Sample: 
- 5 Groups of 4 participants in each: 

Inclusion criteria: People (women and men - at least two of each sex) between 30 and 69 years old

Methodology

Urban Setting

Rural Setting

Organised population

Non- Organised population

Organised population

Non- Organised population

Right to health 

organisation (FNS) 

NCD support Organisation 

(Emergency Support Fund in Bajo Lempa)

Primary Health Center in San 

Jacinto. San Salvador Department

Community members of the National Health 

Forum located in District 1. San Salvador 
Department

Community members of 
the National Health Forum 
located in Usulutan 

Department

Usulutan 
Department

Primary Health Center in Pamchimalco

San Salvador Department



Methodology

Process

The research was led by Pol de Vos, Montse León and Marta Jiménez of Queen Margaret University  and was 
coordinated with the Ministry of Health and the National Health Forum which helped in the recruitment of 
participants in order to build on the trust already established in the areas where the study was to be 
undertaken.

The purpose and nature of the research was explained to community leaders and the directors of the primary 

health care centres which helped to invite people to attend the research workshops. 

The purpose and nature of the research was then explained again at the beginning of each workshop. 

Participants were reminded that participation was voluntary and would not lead to direct benefits to individual 

participants (beyond the refreshments provided during the workshops); people were asked if they agreed and 

consent forms were either signed or a thumb print was given. Everyone was informed that the data would be 

anonymous and no names would be used, and that they were free to leave at any time during the process.



Methodology
Data Collection
Phase I: Participatory workshops
The workshops were held in spaces familiar to participants. One researcher led the facil itation for each group, and the other supported and took notes.

Participants were presented with three problem scenarios chosen as development of their chronic disease:

- Diagnosis of their disease

- Acute episodes of their disease

- Follow-up of their disease

For each scenario, the group were asked to think of all  the people or organisations (resources) that someone in their communi ty might talk to about such a 

problem, or go to and ask for help. Participants were then asked who each of these people (or organisations) might pass them on to if the problem could not 

be resolved. All the possible alternatives were explored (including people they might l ike to access, but are not available t o them in their current l ives). As 

discussions progressed, a researcher plotted responses on a large sheet of paper (in a table  in front of participants) showi ng each type of person or 

organisation mentioned in a circle with a l ine linking them to the problems for which they were accessed. Where participants mentioned connections that 

were no longer available to them, we included the person/organisation, but connected them with a dotted line. This process generally took about 40 

minutes.

Once all  the workshops were completed, a full  l ist of all the people and organisations listed was compiled. Each resource was included in 5 categories of 

resources:

- Public institutions

- Private institutions

- Organizations

- Community

- Family

These data will  be analysed using mixed methods: Quantitative analysis and qualitative analyses



Methodology
Data Collection

Phase II: Individual interviews

After half an hour break after conducting the workshops the research team returned to the settlement to conduct individual in terviews involving card-

sorting tasks. Participation was voluntary and the interviews generally took between 40 to 50 minutes. Each interview was con ducted in a confidential 

setting with one researcher  who recorded responses. Participants were reminded that participation was voluntary, that they w ere free to stop the 

interview at any time, and asked to give verbal consent.

Participants were asked to identify the resources along the three scenarios, taking into account that during the workshops no tes were collected on each 

participant and the resources identified. 

The following questions were asked:

Question 1: Have you spoken to, or asked this person or organisation for help?

Question 2: How much do you trust this person or organisation: A lot, a little, or not at all?

Participants were shown three cards with simple drawings of cups to represent the three responses: High trust – cup full; some/l ittle trust – cup half full; no 

trust – empty cup. They were then shown each card in turn again and the name on the card was read out loud. The participant was then asked which pile 

they would like each card to be put on. Where a participant felt they did not know enough about the item the card was put asi de as ‘not applicable’.



Results

More resources 

identified in the third 
scenario (follow-up)

Pathway and number of 

participant identifying

Identified resource 

which is not available

Changes over time

Preventive resource



Results
Phase I: Participatory workshops
From the group discussion we collected the resources identified and we classified them in 5 categories:

Public Institutions: Primary health care centres, public hospitals, maternity health centres, services from social insurance.

Private Sector: Private clinics, private hospitals, private doctors, naturopath.

Religion: Religious institutions, religious leaders, God.

Organizations: Local and international NGOs.

Community: Neighbours, community associations.

Family: Any family member from the nuclear or extensive family and oneself

The results report the resources identified for each of the three scenarios

- Scenario 1: Resources during diagnosis

- Scenario 2: Resources during acute episodes

- Scenario 3: Resources during follow-up



Results
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The following graphs represent the resources identified in non-organized communities for the three scenarios

Resources from the public institutions are more predominant for both rural and urban communities, but in rural 

communities there are more during diagnosis as in these settings there are less private options than in urban areas. 

Religion as a resource is represented mainly as “God”. There is a lack of organization resources identified. Community 

resources are predominant during the follow-up in rural areas mainly due to help in transportation by neighbours to the 

health centres. And family for both communities was a frequent identified and mainly in the search of ”who to go when I 

present a disease”.



Results
The following graphs represent the resources identified in organized communities in rural communities for the three 

scenarios

In the follow-up scenario more resources were identified. Resources from the public institutions are more predominant for both communities.. Religion as a

resource is represented mainly as “God”. In relation to organization as resources we observe more in the diagnosis in the community from the emergency fund

as there is a strong problem with CKD and many organization are working in the area. Community resources are more predominant in the National Health

Forum community as this organization works with the community and in building leadership, therefore more resources were identified in the community level.

And family for both communities was less frequent than in non-organized communities, as there are other identified, and in this category mainly women were

included.
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Results
The following graphs represent the resources identified in organized communities in an urban community for the three 

scenarios

Most of the resources identified were in the follow up scenario, and those identified during diagnosis and acute episodes are centred in the public 

institution category. As in rural organized communities the private sector was used as a resource during diagnosis, and follow-up due to easy 

access and more economic options in urban areas. Religion is predominant too as “institution”, as people go to church as a community activity. 

Organizations are predominant and there is more variety and focused in social inequalities. Family is present through out the progress of the 

disease.
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Results

.
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Resources used in DIAGNOSIS

Private sector 

has high impact 

on diagnosis

The qualitative data will 

be analysed using the 
Nvivo software to give 
an in depth explanation 

of the quantitative data 
presented.
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Resources used in ACUTE EPISODES

Few resources 

identified

Mainly in charge of 

transportation lacking of 

an effective public service 

such as an ambulance

The qualitative data 

will be analysed using 
the Nvivo software to 
give an in depth 

explanation of the 
quantitative data 

presented.
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Resources used during FOLLOW-UP

Lack of family support

and more highlighted in

women

Organizations and community

become important in follow-up, big

differences between organized and

not organized patients and

depending of violence in the setting

Consultations when there

are complications. Natural

medicine important role

The qualitative data will 

be analysed using the 
Nvivo software to give an 
in depth explanation of 

the quantitative data 
presented.
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LEVELS OF TRUST

During the second phase of the workshop, participants were interviewed and for each of the 

resources identified they were asked to grade the trust they placed on each of the support 
resources.



LEVELS OF TRUST

PUBLIC INSTITUTION
PRIVATE SECTOR RELIGION ORGANIZATIONS COMMUNITY FAMILY

Higher levels of trust were

due to 1st levels of care

(primary health care), and

lower levels due to the

trust on hospitals.

There was a high level

of trust in private

resources due to

diagnosis, as they

trusted more in

examinations done in

private centres than

public centres, but

there was not a lot of

trust during the follow-

up due to economic

constraints.

Much confidence

in "God" and low

confidence in the

institutional church

Differences were if the

participants belonged

to an organized

community or not.

Due to the current

situation of

violence, there

was not a lot of

trust in members

of the community.

There was a gender

difference: The level of

trust was higher with

the female members

of the family and lower

levels with male

members.

The qualitative data will be analysed using the Nvivo software to give an indepth explanation of 

the quantitative data presented.



ILLNESS NARRATIVES
-Aim: to describe the different pathways of support in people living with non- communicable 

diseases in El Salvador.

-Research question: What are the pathways of care and treatment of people living with NCDs taking 

all the sociocultural and political context into account?

-Project site: The clinical setting where the study was developed, were two public hospitals:  

Rosales Hospital (National level) San Miguel Hospital (Regional level).

The research team was accompanied by people of the MOH (MINSAL) 

and in the case of the National Hospital 3 medical students 

from the Public University were accompanying the process too.

Ros B et al. 2018: https://www.ncbi.nlm.nih.gov/pubmed/29040469

https://www.ncbi.nlm.nih.gov/pubmed/29040469


Methodology

-Study population:patients living with Diabetes or CKD. Both male and 

female between 25 and 65 years old.

-Sampling: A purposive sampling was used. Patients were recruited by the 

chief department and selected patients who were considered “collaborative” 

and were either impatient or were in dialysis at the time of the interview.



-Ethical considerations:

The study was approved by the National Health Ethics Committee of El Salvador.

The informed consent was appropriately obtained for each of the participants before 

recording the interviews. All data involving participants were anonymised at the start of 

data collection.

-Data collection:

Interviews were conducted in admitted patients with Diabetes or Chronic Kidney Disease, 

willing to participate using a semi-structured topic guide.

All the interviews were developed by the main researchers.

The researchers decided to focus in Diabetes and Chronic Kidney  patients taking into 

account the prevalence of these diseases in the country (487.875 people suffering of CKD 

and 459.114 people living with Diabetes in the country, data of ENECA surveillance 2015) 

and the social conditioning factors involved in the generation of both diseases.

.



Topical areas of inquiry: aspects of their experience seeking and/or receiving 

care at the clinic/facility. Including treatment initiation, follow-up, care and 

support, communication with providers at each stage of treatment, as well as 

the broader familial and social context of care seeking behaviour.

Duration of the interviews: The interviews were about one hour and a half long.

Hospital infrastructure notes were collected by unstructured observations of 

some of the things we saw in order to contextualized the interviews 

Data collection



Results
-Data management and analysis

After interviews were transcribed, audio files were permanently deleted.  All 

remaining data (i.e. transcriptions, observation notes, case studies, maps 

etc.) were stored electronically using password protected files.

A deductive approach was used to develop a thematic framework and coding 

system based on the content and context of patient/provider interactions 

and patient experiences of care.



- Initial codes

Taking the semistructured interviews guide into account we started to organize and codify the information of 

the different life histories in a systematic way.

- Thematic Framework

Collating codes into potential themes, gathering all data relevant to each potential theme.

Section 1: Background and profile of the interviewed

Familiar structure, economic support of the household, coverage of basic needs (water consumption), social 

network and beliefs.

Section 2: Pathways to care.

Different episodes of the NCD, type of services and level of care.

Section 3: Management

Cost, waiting time, quality of care.

Section 4: Perception of change in time and health policies.



Thematic framework



Results
1) Background and profile of the participant



Rina is 29 years old, she comes from Apopa near to San 
Salvador, she has 2 children and lives with her partner and 
parents in law.  She was diagnosed of Chronic Kidney disease 
during her second pregnancy in 2008, she was followed up by 
a primary health care unit who referred her to the maternity 
hospital and finally she started dialysis in her 6th month of 
pregnancy in the National public hospital in January 2009 
until now. Her mother died recently due to a stomach cancer 
in the same hospital.



María is 32 years old she lives in the city of San Miguel together with 
her mother and her children. She works in the street market. She was 
diagnosed of Diabetes Mellitus in 2005 (at the age of 20) while giving 
birth to her first child in the public hospital in San Miguel. The rest of 
her pregnancies were followed in the Social security hospital (from 
her ex husband work) . After breaking up in 2010 she started going to 
the primary health clinic for follow up, she has had already some 
diabetes complication treated in the public hospital at the moment of 
the interview. Her sister died because of DM in 2011 and her mother 
is already in a wheelchair due to DM, she is still working in the 
streets anyway.



Emiliano is 41 years old he comes from Suchitoto where he has 
been working as a farmer her own life he has one son and he is 
divorced since 2013. He was diagnosed of CKD in 2014 through 
and American Committee that came to her place of work he 
decided to go to a private laboratory to check the results, after 
that he went to the hospital of Suchitoto and from there he was 
refer to start dialysis in the National public a Hospital of El 
Salvador he refused at first as her mother died from the same 
illness (she beliefs more in natural medicine). He is not working 
anymore.   In 2016 he had a Complication of peritoneal Dialysis.



Margarita is 45 years, her father was killed when she was 2. Her 
mother, sister and one daughter live currently in the States. 
She lives together with 3 of her 6 children, from different 
fathers. She works at home. She was diagnosed of Diabetes 
Mellitus in 2012 in the public hospital of Santa Rosa by a 
complication of her illness (diabetic food) he was never seen 
before in a clinic, she has been doing the follow up in the 
primary level of care but not regularly. She went once to a 
private clinic because her partner recommended her. 15 days 
ago she was amputated of one leg due to her illness.



José is 40 years old, he is married and has four children and 
live in the city of San Miguel. He works as a masonry. He 
was diagnosed of CKD in the public Hospital where he 
went to the emergency room as he was feeling very ill 6 
years ago. In 2013 he had a Complication of peritoneal 

Dialysis (perforation). In 2014 he started dialysis in the public 
hospital, it tooks him almost 3 hours to arrive to the 
hospital from his home. He is still working even knowing it 
is bad for his health.



Pedro is 36 years old he lives with her mother, sister and 
nephew. He was diagnosed of CKD in a primary health center in 
2012 where he went because of a fever and some examinations 
he undertook, after the results, he was referred to the hospital. 
In 2014 he started dialysis in the regional hospital in San Miguel  
that is far away of where he lives. He was trying to build a room 
for the peritoneal dialysis at home thanks to the economic help 
of an aunt. He was working as a farmer since he was 7 but he 
can’t work anymore due to his illness.



In order to structuralized the different Illness narratives, a line of 

time was realized for each participant.





This systematization of the information giving in the interviews was developed for 
each participant guided by the thematic framework in order to structure the 
information but without dehumanizing each illness narrative as every personal 
experience is unique and unrepeatable.
The following results (shown by literal transcription and traduction of the 
participant’s interviews) were developed following this structure drawing out key 
themes according to the thematic framework.



Results
1) Background and profile of the participant

- Family structure:

Familiograms of each participant were elaborated to have a graphic image of every family structure 

pointing out:

- Significant decrease in the number or children in one generation

"When we were children, we were seven brothers and sisters and my parents, living all  in the same house, in 

San Salvador" "Well, my mother were  12 brothers and sister, some died very young, I knew about 8" "I live now 

with my 3 children and my wife at home " Emiliano.

- Absence of the father figure mostly related with context of violence or immigration.

"The parents of my children? The last one moved  to the USA and I left me alone with my children. And the 
previous one was killed”. Margarita. 
"I grew up with my grandfather and a sister, I only knew my mother who left us with my grandfather to go with 
another man abroad"  José.



- Importance of family remittances: most of the participants receive some economic help from their family 
living in the States. 

- "My mom also sends me a little bit, when she can afford it she send me $ 100, sometimes she just can send 
can not send me $ 80... ". María

- "My mother and my sister who are in the United States send me, every 15 days, 50 dollars, with  helps me 
now for the treatment, to come here with the bus tickets ". Margarita. 

- "My aunt  has helped me to fix the dialysis room, and for the bus tickets, her children who are in the United 
States sent me the money." Pedro.

- Role of care providers: the feminine gender was the most common role of care providers in the different 

episodes of the disease. 

"The two days per week that I come to dialysis, usually my mother-in-law stays with my daughters at home”. 

Rina.

"My mom and I work to feed the children. I have always been a merchant inthe street, since we were little 

girls, my mother taught us to work so that she says "that we do not have to walk lifting anyone's back, that 

we always learn to get up alone". My mom is still working inside and outside the home even though she is 

now in a wheelchair." María.

"I've been in hemodialysis for 4 years twice a week, I feel very bad when my wife accompanies me, but I 

come alone because it's a lot of expense for both of us to come."



- Delay of diagnosis or denial in parents of the participants, more use of nature medicine.

"My mom died in 2016 of stomach cancer, they saw him in the Rosales hospital but they told him that he was already very spread out and they 

only gave him treatment for the pain"  Rina.

"My mom doesn't like hospitals, she just came here when her foot was cut in April 2017. She does not go to the health unit or take insulin, she 

only takes Agua de Montes"María. 

- Economic livelihood/support

- Labour role by gender it was remarkable the importance that men gave to their formal work. Most of the participants, both men and 

women, have been working some time of their lives not just at home but also outside. Some of them show how the chronic disease they suffer 

have interfere in their ability to work or keep working despite the illness.

- “I worked in  agriculture. Since I was a child I have dedicated myself to this, but since I started dialysis a year and a half ago I couldn’t work 

anymore and that makes me feel depressed” José.

- Household conditions: Housing conditions have an important impact on health. That is why the researchers decided to explore through 

some of the questions of the interview in this sense. The housing conditions of people living with CKDs for example could determine to have a 

Continuous Ambulatory Peritoneal Dialysis at home or going twice per week to the nearest hospital (with Dialysis Unit).

"My house is made of adobe, but the little room, where I want to have dialysis is brick (...)”Pedro.

"We are rented now, in a different house to the one that lived as a child, now we live in the city of San Miguel, but we have debts with the rent. 

We all slept in the room”. María.



- Basic needs coverage:

- Water consumption decided to perform an specific question about access to fresh water because of it influences on 
health (CKDs specially). Just one of the six participants have direct drinking water at the tap of his houses and the rest 
of them go to pick it up at a nearby well. From a gender perspective, note that in most cases, the people in charge of 
collecting water from the well are women.

"For the water consumption we have water from the well where the children are going to pull, there always has been. My 
mother, although she is in a wheelchair, does everything in the house, she also pulls water, cleans, washes ... every day we are
going to pull water, especially my mother and my children " María

“We do not drink tap water, I buy it in bags, about 10 dollars a week” José.

- Food Access: 2 out of the 6 participants named that they had difficulty accessing food
"Well as I say, one in the countryside , always has something to eat. Of course when you have so many problems you do not 
even feel hungry. " Emiliano. 
"Well, sometimes at home, we need food, meals that we can eat, this, or even a little help, to at least cover the tickets." 
María.

- Social Network & Beliefs

Social Network represent a protective factor in the different pathways searching for care.Most of the participants named 
members of the family as their main social networks. Regarding the beliefs, it seems that for some of them that belief in God
is one of their most important source of hope.



2) Pathways to care (Level of care & type of service)

- Diagnosis:

Two of the participants (Margarita & José) were diagnosed in the emergency room due to a 
complication of NCD → Later diagnosis. 

One of the participants (Pedro) was referral from first line services.

One of  the participants (Emiliano) was diagnosed after routine labour check-up.

2 out of the 3 women interviewed were diagnosed with CKD and DM during pregnancy (Primary 
Health Care) or giving birth (in a public hospital) That shows the importance of a good follow up 
of pregnancy from the primary health care. 

- Follow up:

CKD patients --> under nephrology supervision in the public hospital (4/4))

DM patients → both are been follow up in primary health care but go private clinics for some exams.



- Acute episodes:

- Starting up dialysis → All the participants with CKD named the moment of starting dialysis as an important and 
difficult episode in their illness. All of them are doing dialysis in the moment in a public hospital, but of course there is
a selection bias and none of the affirmation based on the specific illness narratives pretend to generalized.

"It's here, at the Rosales hospital, where I started dialysis in the 6th-7th month of pregnancy. Since 2008, I have been coming 
here twice a week to the Rosales hospital for dialysis. " Rina.

- Complication of peritoneal Dialysis: Another acute episode from most of the people interviewed living with a CKD 
was the surgery because of a complication of peritoneal Dialysis (perforation) 3 out of the 4 interviewers with CKD 
had this complication.

"In 2009 they proposed me to start peritoneal dialysis in the hospital rosales after delivery but I had to leave because my 
intestines were perforated and they had to operate on me. I did not have to pay anything for the surgery. " Rina.

- Complication of diabetes foot.: Both of the participants were attended in a public hospital and referral to first level of 
care for the follow up.

"Last year I had to be almost the entire year entered because of  the foot. In 2017 almost all year I have been coming, I have 
not been in any organization or anything because when I am discharged I am cured in the clinic (health unit) and I go to 
work”. María.



3) Management

- Costs

Transportation to access health care services.

All the participants commented  the cost in transportation as an important economic efford or them.

"Since 2008 I come here twice a week to the Rosales hospital to dialysis, I usually come alone by bus, I take 3 buses from 
Apopa here (0.25 $ + 0.35 $ + 0.25 $ one way and then the same way back), normally $ 4 only transport per week. I 
leave at 8 in the morning and I arrive at the hospital at 9:30. "  Rina.

Cost by illness: 

CKD → room for peritoneal dialysis at home represents a  big cost to afford.

Regarding the dialysis, it was said that it is for free, nevertheless some of them mention a lack of products for the 
Dialysis machine (catheters and serum) that they need to pay for during the last months of 2017. 

Treatment was normally dispensed for free in the hospital but sometimes there is a lack of it and if they do not want to 
wait they have to pay for them.

No cost for the surgery of complication of a peritoneal dialysis was declared.

DM →  Some diabetic material (glucometer) and some creams.

Admitted in the hospital → Water, paper.. "When I'm admitted, you have to buy water, toilet paper, toothpaste, only 
the food is given here." María.



- Waiting time

In Primary health care they have to wait more than in the hospital.

Transportation to the hospital (3 buses)

Wait of time between shortages of treatment.

- Quality of care

Most of the participant express that they felt well treated in the different health services 
where they were attended.

"Well, everyone here has their treatment, the nurses give it to us, they do everything they can, and 
the doctors are fine. If one is feeling ill, they notify the doctor and he come to examine you. For me 
they work excellent " Emiliano.

"The care in the hospital is fine, they treat us well, the waiting time depends on the order of arrival, if 
they had more dialysis machines it would be better" José.

- Information in health

Mostly given by medical doctors in the public hospital or in the primary health care.



4) Perception of changes over time (changes in health policies)

Most participants did not perceive any changes in health over the last years

“If I have noticed some change in the last 10 years? Well not really, it's almost the same”.Margarita.

“The primary health unit has always been there and I don’t know any specific health policy in our country 
in the last years”. María.

“I haven’t perceived any political change related with health in the last years, there are more dialysis 
machines since 2008 when I started, at that moment there were just two.” Rina .

5) Recommendations by interviewees to improve the public health services

- Improve transport to facilitate access to health services (6 out of the 6 participants suggest this 
improvement)

- Ensure continuity of medication - No shortages (3 participants comment the shortage of medication 
as a problem to improve especially antihypertensive pills)

- More information and support to ensure adequate diet (3 participants also comment that their diet 
would improve with more with more support) “In my community there are other illness like the 
problem with the sugar, I say to my neighbours that they have to visit the health Unit” José.



(June 2018)

- Analyse strengths and weaknesses 

of primary health care 

- Identify ways to reinforce PHC with support of 
the community and social movement

Methodology: Clinic Ethnographies - pathways of

care at the 1st level  (still under analysis)
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