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1. Background

Although recognized as a global health problem, chronic renal insufficiency (CRI) has been
sweeping through the Pacific coast of Central America in epidemic proportions. In
Nicaragua, the Departments of Ledn and Chinandega are the most affected regions where
the mortality rate of CRI has nearly tripled from 1992 to 2002, with a male to female ratio of
5:1.1 The high prevalence of CRI in this region (15%2-41%) is multiple times higher than
rates for U.S. men and women and is not explained by usual etiologies like hypertension
and diabetes.

Currently, about 1500 patients with CRI at all stages receive their ongoing medical care at
the Centro de Salud, Chichigalpa. UNAN (Universidad Nacional Autbnoma de Nicaragua)
has projected that about 30% of people between 20-60 years old will develop CRI in the next
5 years. Applying this projection to the population of Chichigalpa in the Department of Ledn
means approximately 5,400 new cases of CRI. In the face of this developing CRI epidemic,
there are a total of 12 nephrologists in Nicaragua, for a population of 5.4 million, most of
whom work in Managua, with 1 based in Leén and 1 in the Centro de Salud, Chichigalpa.

CRI is a progressively fatal disease with no cure. Most all CRI patients progress to end-stage
renal disease (ESRD) and require either transplantation or ongoing kidney dialysis for
survival. Both treatments are very costly and pose a substantial challenge to provision of
care for patients. This is especially true in Nicaragua, a country where the national annual
per capita health expenditure is $251.2 At present in Nicaragua, there is no access to any
treatments for ESRD for the vast majority of CRI patients.

Because the definitive etiology remains unsolved, the only preventive strategies address
general measures to slow the progression of the disease such as antihypertensive
medications, a specialized diet, and avoiding smoking, heat exposure, and NSAIDs (nhon-
steroidal anti-inflammatory medications).

2. Objectives of the health needs assessment

From March 9-14, a team sponsored by the CAO conducted a health needs assessment in
the Departments of Ledn and Chinandega. The overall purpose of the assessment was to
identify short and long term options that could improve the health care people living with CRI
are currently receiving and how to improve its accessibility. An additional purpose was to
identify further options for collaboration from public health institutions to improve current
health services for the affected communities.

The specific objectives of the medicalc ons ul t awdreds wor k

A Conduct a O6needs assessmentod6 that wi || be
CAOQ dialogue table of options that could improve the immediate and long-term care
for people suffering from CRI.

! From 10 and 16 deaths per 100,000 inhabitants in 1992 up to 37 and 36 in 2002). Marin Ruiz, J., & Berroteran,
J. Insuficiencia renal crénica: Cuadro clinico y situacion epidemiolégica en Nicaragua. Managua: Ministerio de
Salud Nicaragua. 2002. In Cuadra S. Jakobsson K., Hogstedt C., Wesseling C. Chronic kidney disease:
Assessment of current knowledge and feasibility for regional research collaboration in Central America. SALTRA;
Work and Health Series ; 2006; 2, Section |: 11-42.

2 Brookline Sister City Health Committee. Preliminary Report on Chronic Kidney Disease (CKD) in Quezalguaque,
Nicaragua. December 2008.

% 2007/2008 Human Development Report, UNDP.
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A Identify the different treatments available from public and private health institutions in
departments of Ledn and Chinandega for people suffering from CRI, and the
accessibility impacted community members have to those treatments.

A Make suggestions of how further collaboration from public health agencies, NSEL
and affected community members could be helpful to ensure better services for the
communities affected with this chronic illness.

3. Methodology of the Assessment

To accomplish these objectives, the CAO team sought to identify and map medical
treatments provided by local health institutions for people suffering from CRI. In addition, the
team met with members of the affected community to better understand their experiences
and concerns regarding health treatments for CRI available to them in the Department of
Chinandega.

The principle gualitative data gathering methods consisted of focus groups of CRI affected
ASOCHIVIDA members and widows, and individual interviews with key medical personnel
involved either in direct care or planning of health services for CRI patients. A participatory
approach to evaluation was pursued to better incorporate local knowledge from CRI patients
and widows. The assessment was predominantly qualitative, though the validity of the
findings was enhanced by triangulation of multiple voices and points of view.

Data was analyzed to identify and prioritize common themes expressed. Our intention is not
to provide a critical voice of the dire challenges surrounding adequate provision of care to
patients affected with CRI. Rather, we are largely confirming most of what is already well
acknowledged by physicians and public health professionals working on CRI in the
Departments of Ledn and Chinandega; our purpose is to provide a framework from which to
move forward in improving care for CRI patients.

This report offers a group of preliminary recommendations arising out of the common issues
expressed. These recommendations have been developed in regard to existing best
practices for CRI through a medical and public health lens. A holistic approach toward
addressing the challenging medical needs of CRI patients was intentionally taken in order to
more directly include some of the root causes underlying these challenges.

3.1 Literature Review

To better evaluate current medical practices around CRI in Nicaragua, a literature review of
best clinical practice guidelines in the diagnosis, treatment, management and prevention of
chronici1 kidney disease was conducted. Documents reviewed are listed in the attached
annex.

In addition, several visits to renal dialysis centers were made in the Denver-Metro area.
Nephrologists and clinic managers were interviewed regarding current practices, costs,
strengths and challenges faced by US dialysis centers.

4 See Annex E, Literature Review: Chronic Kidney Disease.
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3.2 Participatory process

Focus group of ASOCHIVIDA CRI patients prioritizing
their recommendations.

A patrticipatory approach to assessment was pursued to better incorporate local knowledge
as well as to provide an opportunity to empower local CRI-affected ASOCHIVIDA members
to share their experiences and perspectives.

The evaluation team consisted of two international consultants: David Silver, MD MPH, an
American medical doctor, public health specialist and professor, and Alexandra Perez, an
Ecuadoran psychologist and mediator working with FFLA (Fundacion Futuro
Latinoamericano). The team participated in all aspects of the needs assessment including
design and choice of tools, data collection including facilitation of focus group discussions
and interviewing key informants, and consensus on key findings and recommendations.

3.3 Tools

The principle gqualitative data gathering methods consisted of focus groups and key informant
interviews. Based on the needs assessment objectives, a set of operational indicators was
constructed to obtain data that was actually able to be collected in the field. Qualitative tools
were based on these operational indicators and included a topic guide for key informant
interviews® and SWOR (Strengths, Weaknesses, Opportunities and Recommendations)
assessment by all three focus groups.

® See Annex B, Topic Guide for Key Informant Interviews.
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3.4 Data collection and analysis

Alexandra Perez facilitating focus group
with CRI patients.

The principle source of both primary and specialty healthcare for CRI patients in Chichigalpa
is the MINSA-run Centro de Salud (Public Health Clinic). The Centro de Salud has a
designated CRI Clinic staffed by two doctors, a nephrologist and an internal medicine
physician, who together provide ongoing clinical care to a group of about 1500 CRI patients
in Chichigalpa. If they require hospitalization, Centro de Salud patients can only be
transferred to Hospital Espafia (half an hour away in Chinandega) because it is in the same
Province. Patients currently have no access to UNAN Hospital in Ledn.

CRI patients are not seen at the ISA Hospital, where only current and retired workers receive
medical care. When elevated creatinine levels are discovered, ISA Hospital physicians write
a referral note to the Centro de Salud for the worker.

To obtain a more in depth picture of the current medical care provision for CRI patients in the
Department of Chinandega, nine key informant interviews were conducted. These included
a health official from the national MINSA, Managua, SILAIS director of the Department of
Chinandega, director of Hospital Espafia Dialysis Unit, directors of the Epidemiology
Department and medical school dean of UNAN, ISA Hospital physicians, and both the
general director and the nephrologist of the Chichigalpa Centro de Salud.® Three focus
group discussions were conducted with ASOCHIVIDA members. These included a group of
10 male ASOCHIVIDA members with CRI chosen by the board, 13 male self-selected
(volunteer) ASOCHIVIDA members with CRI, and 11 ASOCHIVIDA widows chosen by
board.

Data analysis consisted of reviewing all focus group and key interview notes to identify a list
of themes, indicators and emerging issues. Direct quotations from all focus groups and
interviews were next sorted into several main categories that included several sub-categories
as well. Agreement on interpretation and representativeness of the key findings was
reviewed with assessment team members.

® See Annex A. Key Informant Interview List.
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All focus group and key informant interviews were conducted in Spanish by assessment
team members. English translation assistance was received for the focus groups so that
discussions could be captured in their entirety and transcribed concurrently.

4. Summary of Key Findings

1. Standardized diagnosis and treatment guidelines for CRI

One of the hallmarks of providing a consistent
standard of quality care to a population is the
utilization of standardized diagnosis and
treatment guidelines. A set of protocols
based on current medical knowledge and
best practices assures that CRI patients are
receiving the most appropriate means of early
diagnosis, staging, management and
prevention for their illness.

= -
Blood chemistry (creatinine)

protocol record (ISA Hospital)

By defining chronic kidney disease and classifying the stages of severity, a CRI protocol
would provide a common language for communication among providers, patients and their
families, investigators, and policy-makers and a framework for developing a public health
approach to affect care and improve outcomes of chronic kidney disease.’” A uniform
terminology would permit:

1. More reliable estimates of the prevalence of earlier stages of disease and of the
population at increased risk for development of chronic kidney disease.

2. Recommendations for laboratory testing to detect earlier stages and progression to
later stages.

3. Associations of stages with clinical manifestations of disease.

4. Evaluation of factors associated with a high risk of progression from one stage to the
next or of development of other adverse outcomes.

5. Evaluation of treatments to slow progression or prevent other adverse outcomes.?

Guidelines for CRI are not currently utilized in Nicaragua. However, the Nicaraguan
Association of Nephrologists (Asociacién Nicaragiiense de Nefrologia- ANINEF) has recently
submitted a set of national guidelines for CRI (Norma y Protocolo para el Abordaje de la
Enfermedad Renal Cronica). These protocols are currently awaiting the approval of MINSA
(Ministerio de Salud) before they can be implemented on a national basis. The National
Autonomous University of Nicaragua (Universidad Nacional Autonoma de Nicaragua or
UNAN), Center for investigation of occupational health and environment (Centro de

;The National Kidney Foundation Kidney Disease Outcomes Quality Initiative (NKF KDOQI).
Ibid.
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Investigacion Salud Trabajo or CISTA) has also developed a protocol for early preventive
screening of CRI.

Until these protocols are adopted and practitioners are trained to use them, diagnosis,
management and prevention practices for CRI will continue to vary among medical
practitioners caring for CRI patients or at risk agricultural workers in Nicaragua. Protocols for
monitoring creatinine levels are already in place at the ISA Hospital. Existence and
utilization of such guidelines, though, is not routine among clinics treating CRI patients in
Nicaragua.

Estimates of glomerular filtration rate (GFR) are the best overall indices of the level of kidney
function and thus are included in the U.S. National Kidney F o u n d Kidney ©inease
Outcomes Quality Initiative (KDOQI). These universally accepted practice guidelines also
state that the serum creatinine concentration alone should not be used to assess the level of
kidney function. Nevertheless, use of serum creatinine concentration to estimate the level of
kidney function (i.e., Staging) is not as yet a common practice in Chichigalpa. Thus, CRI
patients are potentially subject to mis-staging the level of their iliness. Referral for dialysis
also occurs at varying stages of CRI, depending on which health care provider is managing
the case.

The lack of guidelines for CRI diagnosis may also be contributing to the late diagnosis and
mismanagement of certain patients. For example, some patients with anemia, proteinuria, or
high blood pressure might be treated without determining the underlying cause.

Perhaps one of the most compelling reasons to utilize standardized protocols on a national

level is the fact that there are a scant 12 nephrologiststo serve Ni car aguaéd6s popul at i
million, with the country facing an impending CRI epidemic. A set of treatment guidelines will

help ensure that the majority of CRI patients, who most likely will be managed by internal

medicine physicians, will receive a current, appropriate standard of care for this complex

chronic illness.

2. Laboratory monitoring of critical renal function and disease
progression

Accurate staging and ongoing
clinical management of CRI relies
on precise laboratory monitoring
of renal function.

< >
" N
. g’
fam /-
w 4

Laboratory at Igenio San Antonio Hospital

2.1 Availability of laboratory reagents for renal function tests

Renal function testing requires an uninterrupted supply of laboratory reagents (reactants) to
measure creatinine, uric acid, calcium, phosphorus, and electrolytes. INSS along with
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MINSA have been unable to secure the provision of essential reagents for the Centro de
Salud in Chichigalpa (see 3. Medications, below for a discussion of institutional impediments
to securing a continual supply).

A commonly shared theme among all focus group members that was confirmed by several
key medical professional we consulted was the ongoing lack of reagents to test renal
function at the Centro de Salud. Itis not unusual for CRI patients to have to wait for 4
months or longer to have their kidney function evaluated.

This is the way it is. Sometimes we get to the appointment 2 days beforehand

for the |l ab tests, but they tell us they donét ha
later we have our examination without lab tests. So the doctor bases our

current diagnosis on lab tests from 2 months ago. (CRI patient)

Inmycase,I went to 3 appointments and havenodét receivVve
because there werenét any reagents. Then, in wh
if they are the ones (GRipatieatf endét compl yi ng?

Ongoing lack of reagents is a critical issue that undermines the ability of physicians caring for
CRI patients to adequately manage their patients. CRI patients sometimes have no other
recourse than to pay the high out of pocket costs for obtaining these essential tests to
monitor their renal function.

2.2 Reliability of laboratory values for renal function tests

Accurate calibration of laboratory equipment is another essential requirement for reliable
renal function testing. Several medical personnel expressed doubt that some of the
laboratory equipment in medical facilities in the Department of Chinandega is adequately
calibrated and suggested ongoing monitoring.

The Centro de Salud in Chichigalpa conducts between 6-7,000 tests per month on CRI and
general clinic patients. The equipment is currently working satisfactorily, but it is old and will
have to be replaced soon. MINSA typically does not have the resources to replace the
equipment, but sometimes they are able to get additional resources from INSS. In addition,
the Centro de Salud requires more than the 2 microscopes it currently has for the current
case load.

2.3 Availability of Ultrasound for renal evaluation

Another important need for CRI patients is to have periodic renal ultrasound testing to

determine the size of their kidneys, which indicates the progression of their disease. When

the CRI Clinic first opened at the Centro de Salud, a radiologist with ultrasound equipment

was contracted to conduct tests for CRI patients. INSS funding subsequently stopped, and

all patients needing an ultrasound currentyhave t o travel to pmivate phy
Chinandega to obtain an ultrasound. Both the cost of testing and travel expenses have

provided substantial obstacles for most CRI patients in Chichigalpa. Ultrasound testing is

supposed to be provided as a free service to CRI patients by INSS. Accessible (local, free

of cost) ultrasound examination to evaluate the extent of renal pathology for CRI

patients in Chichigalpa is thus sorely needed.
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3. Medications: Appropriateness, Efficacy and Access

In evaluating the larger picture of CRI
medical needs around medications,
the issues of appropriateness,
efficacy and access must each be
taken into consideration.

Pharmacy at the Centro de Salud,
Chichigalpa

3.1 Appropriateness of CRI medications

After establishing an accurate diagnosis, good clinical management of CRI next requires the
utilization of appropriate medications. As previously mentioned, a set of protocols based on
current medical knowledge and best practices helps assure that CRI patients are receiving
the most appropriate means of treatment for their illness.

Although medicine cannot reverse chronic kidney disease, it is often used to help treat
symptoms and complications and to slow further kidney damage. The principal class of
medications indicated for patients with decreased kidney function is anti-hypertensives
(blood pressure lowering) called ACE (angiotensin converting enzyme) inhibitors and ARBs
(angiotensin receptor blockers). Enalapril, a medication in this category, is widely used for
CRI patients in the Depts. of Chinandega and Leén. Hypoglycemic agents (for diabetes) are
also commonly and appropriately prescribed to delay the progression of chronic kidney
disease of CRI patients locally.

Other medications indicated to treat the pathologic manifestations of CRI include
erythropoietin and iron (for anemia), calcium supplements (for hypocalcemia), and loop
diuretics (for fluid overload). All of these medications are typically prescribed for CRI patients
in this geographic region.

One instance of departure of local prescription practice from international standardized
treatment guidelines for CRI was identified. Allopurinol, a drug used to lower uric acid levels
in patients with gout, is commonly given to almost all CRI patients in this region. The National
Kidney Foundation KDOQI guidelines® do not include the use of allopurinol for routine
management of CRI. However, the recently drafted Nicaraguan national guidelines for CRI
(Norma y Protocolo para el Abordaje de la Enfermedad Renal Cronica) specifically call for
the use of this medication. This disparity in medication indicated for CRI patients needs to
be further investigated and addressed to assure that CRI patients are receiving the
appropriate treatment for their disease.

° The National Kidney Foundation Kidney Disease Outcomes Quality Initiative (NKF KDOQI).



Needs Assessment:
Options to improve immediate and long-term care for people suffering from Chronic Renal Insufficiency

3.2 Efficacy of essential CRI medications

Determining the efficacy or pharmacological potency of medications is another key factor in
adequate treatment. Generic formulations are more commonly used by the Centro de Salud,
Chichigalpa, because they are relatively inexpensive and are produced in the region (from El
Salvador and other Latin American countries). Several local physicians have questioned the
efficacy of these generic formulations; however claims are circumstantial and as yet remain
unsubstantiated.

All three focus groups also widely expressed concern about the medications commonly given
to manage CRI. For example, many were suspicious that medications provided were of poor
quality.

The Allopurinolwearegi ven is |l ow quality. I't says on

by the MINSA. It causes many side effects- decreased sexual appetite,
decreased memory. (CRI patient)

Wehaveapr obl em with Enalapril. I f ités not already

expire. (CRI patient)

Related to these suspicions about medication quality were many complaints about the
numerous symptoms CRI patients were experiencing that were perceived as medication side
effects.

Our medications are bad, very bad. I donodt feel

(CRI patient)

The medi cat i on-sheyjustcauséd verratingg, diarrhea, and
inflammation of the legs. (Widow)

Interestingly, many CRI patients and widows felt that the generic medications supplied by the
Centro de Salud produced both more side effects and were less effective than the more
expensive pharmaceutical Dbrands purchased at
offices.

The medication they give us at the Centro de Salud keeps giving us stomach
aches. The other brand that -tydsetlyatoh®@nd6t gi ve
works. (CRI patient)

éthey give us the free medication thatoés no good.

write you a prescription to buy. (CRI patient)

They give you a pill that costs 6 cordobas- the good ones cost 50 cordobas,
from a good pharmacy. But they give you the stuff from El Salvador. (CRI
patient)

Centro de Salud clinic physicians indicated that they felt that the generic medications were of
good quality.

A couple of CRI patients mentioned that a pain shot (diclofenac) that they received at the
clinic was temporarily helpful. Ultimately, most of all participants in each of the three focus
groups complained that there were just no medications or treatments available to them that
improved their disease in any perceivable way. In addition, a commonly shared experience
for CRI patients is that the doctors at both the clinic and hospitals tell them that there is
nothing to do when they feel ill.

Why should | go to a private doctor? They donodt

mak e me b(ERI patdent§

a
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When viewed together, many medication concerns seem to arise from a lack of
understanding of CRI and its course, CRI medication efficacy and side effects.

They use the same few medications (CRIr everyone an
widow)

The medicines are not good because we continue to get worse, because our
disease is always progressing. (CRI patient)

Thus, the issue perceived by CRI patients as lack of efficacy of their medications might also
be addressed through educational efforts (See 6. Lack of Information for CRI Patients and
the Community).

3.3 Access to uninterrupted supply of essential CRI medications

A continued supply of medications necessary for the clinical management of CRI is another
cornerstone of good care. Current lack of access to an ongoing supply of essential CRI
medications represents one of the direst medical needs for Centro de Salud patients.

A recent agreement between MINSA and INSS defined MINSA as responsible for purchasing
medications and supplies (reagents). This agreement has fallen through the cracks, and,
because of shortcomings of MINSA, INSS recently has had to buy all reagents and
medications again, except for complimentary treatments such as iron and multivitamins. In
addition, these supplements have been inadequately supplied by MINSA. (According to
national law, MINSA provides healthcare for all Nicaraguans, while INSS is responsible for
CRI-affected ex-workers).

ASOCHIVIDA members and widows of CRI patients consistently and emphatically reiterated
the consistent lack of availability of essential CRI medications at the Centro de Salud.

When we tell t hem wthaythansl usbaptedceptionnagd tellsis
to go buy it... We speak with one voice about this. (CRI patient)

We had no choice but to try and buy pills because there were none in the Health
Center (CRI widow)

The national CRI plan includes 3 sectors- public (Ministerio de Salud- MINSA), social
security (Intituto Nicaraguenze de Seguridad Social- INSS), and the private sector. INSS
provides partial payment of health care to CRI patients with pensions or social security
benefits, but funds are extremely limited. Medical personnel caring for CRI patients
confirmed the inability of the public health system to provide an ongoing supply of essential
medications. The reason is attributed to procurement problems in Managua with both MINSA
and INSS.

There is a law that dictates the procedures for public buying that was left by the
last government. You need to comply with certain steps and it takes a long time.
I f we donét follow the procedur(Eealthwféicialf i sk probl em

| am really worried because of the new CRI case projections of the UNAN study.
There is no way that INSS and MINSA can keep up with the medication needs.
(Health official)

The lack of available medications was compounded by the fact that appointments for CRI
patients are only every 2-3 months.

With appointments every 2 months, if they tell you there are no medications,
then you have to wait another 2 months. (CRI patient)
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In addition to essential CRI medications, supplements such as vitamins were also frequently
unavailable, considered inferior quality, or unaffordable.

| was sick 6 months ago. | was sick, very sick. | went to the clinic and they said
there was no cure, but the doc sold me vitamins for 800 cordobas. How come
they have to sell those? So | sold my TV and everything in my home to buy the
treatment. (CRI patient)

Several health officials indicated that MINSA works in crisis mode- trying to mitigate the

aftermath of hurricanes, for example, or rushing to improve levels of immunization. Some

even believe thatthe gover n ment doesnodot really want to know t
because they are unable to address it, anyway. It is clear that some form of assistance to

MINSA and INSS will be necessary to assure the ongoing procurement of medications

essential for the clinical management of CRI patients at Centro de Salud in Chichigalpa and

Hospital Espana.

The main issue at hand, though, is the inability for CRI patients to pay for prescriptions
at private pharmacies. This was one of the key concerns consistently raised in each of the
focus groups.

My pension gives me $50/ mont h, and thatoés what th
(CRI patient)

Having to buy expensive medications means death for us- we have wives and
children and candét affor d caffmi(SRIpatientt 6s another nai |

We had to decide whether or not to feed the children or buy the medicines.
(Widow)

In my case, | have a little plot of land, but | lack enough money to plant it.
Everything returns to the same miserable pension we receive from social
security, which we need to use to buy our medications and the money is gone.
(CRI patient)

Although the Nicaraguan National Assembly has recently voted™ to classify CRI as an
occupationally related disease, it seems like there are still some difficulties for INSS to agree
on providing social security pensions to ex-agricultural workers with CRI. Currently, workers
are required to have worked for 104 consecutive weeks before they are eligible for
compensation.! Because the zafras (sugar cane harvests) only last 6 months, it is
impossible for cane workers as well as other seasonal agricultural workers to reach the 104
consecutive-week threshold to be eligible for social security. As a result, few receive
pensions even though they are disabled from CRI- and those qualifying for social security
benefits receive $50 per month, an amount insufficient to meet all their household expenses.

Some of wus receive pensions, and if we dondét, we
expenses just to live a few more days. (CRI patient)

€. They are not only hurting me, but my whole fam
are facing. We have been fighting for more than 5 years, and we have hope that

God and all the organizations can do something.
families. lam here talking to you today, but that doesn

(CRI patient)

1% Since July 8, 2004 CRI has been considered a professional illness in Nicaragua. Law No. 456 i Law of
Additional Risks and Professional llinesses to Law No. 185 i Labor Code. For further information see:
http://www.mitrab.gob.ni/index/Ley456Nic.pdf

! Eor further information see Article 81, General Rules of Procedure for the Social Security Law, Decree No. 975,
February 11, 1982. Published on Gaceta No. 49, March 1, 1982.

11



Needs Assessment:
Options to improve immediate and long-term care for people suffering from Chronic Renal Insufficiency

And we cané6ét take care of other family members ei
| eukemi a. Someti mes she has so much pain she cri
anything at all for her, I just sit down and cry with her. (CRI patient)

After this last hurricane, it blew my house down. We spent 2 months living

under plastic, and little by little we have a shack, but as soon as it starts raining

it owi I | eak. We. cahdow takeweupaw foanthat? We
pay for our food.

CRI patients face the untenable combination of needing an income to supplement their
meager pension (if they have one at all), and knowing that hard work and sun exposure
directly compromises their health.

But the other problem we have with this disease is that the doctor tells us that
we need enough rest. The doctor has been very clear about this. You have to

stay out of the sun. You candét be a guard who is
condemnedno matter what we doé Howevel€RlIyou | ook at i
patient)

Letds get to the nitty gritty of the probl em. | 6

affected are poor, and because of our poverty we have high mortality- because
we have to work. For example, with a pension of $50/month, 1 person eating 2
meals a day can eat for 2 weeks- but what about our wife and kids? We have to
work to support our families. And the first thing the doctor tells us is not to be
out in the sun. What are we to do? That is the reason why we have a high
mortality rate. But it would be worse if we just crossed our arms and did
nothing for 2 weeks a month.

To add to this inequitable situation, workers have already made regular payments to INSS for
all the years they have worked.

I think all the money that our husbands paid while working at the mill is being
kept by the mildl (or by social security). They s
60-but |1 dondét know i {CRIwidans) I l'ive that 1|1 ong.

A step in a positive direction, though, is the current opportunity that INSS now offers to
review pension status again after a 3-year period. In the past, INSS would only make a final
determination and not offer an opportunity for a second hearing. INSS also provides
eyeglasses to CRI patients at a lower cost.

CRI patients and widows often slighted the Ingenio for depriving them of benefits they felt
they deserved.

We worked, we left our youth there, we gave them our best years. They only
give the basket (of food) to those who retired because of age.

With insufficient or no pensions, lack of available work, and inability to work in the hot sun,
CRI patients remain in an irresolvable dilemma.

Our salary is not enough- and if we work, we die sooner. (CRI patient)

Similarly, widows of CRI patients are left in a very tenuous position with the survival of their
families.

Living requires working and we have no work (CRI widows)

When | became a widow | was a little younger and | looked for work at the

hospital or the Ingenioandt hey coul dnét hel p me. And of cours
that if youdbére over 60, no one gives you worKk. H
automatically eliminated. And even for the younger ones, there is no work.

There are no jobs. (CRI widows)
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Lack of access to adequate financial resources remains a key life-threatening challenge for
CRI patients and their families.

4. Medical facilities

Centro de Salud, Chichigalpa ' CRI Clinic in the Centro de Salud

The Centro de Salud is the MINSA-run public health clinic in Chichigalpa. Although
functional, it is a Spartan environment with barely enough space to provide its full
complement of primary health care services. Attached to the Centro de Salud is the small
CRI Clinic. It consists of a very modest waiting room with two adjoining small
exam/counseling rooms where 2 physicians see 40-50 patients for 1.5 hours during 4
mornings a week. It was built by INSS just to take care of CRI patients, almost all of whom
are ex-sugar cane workers and currently the numbers of patients are 1500.

ISA states that it providess ome of the CRI clinicbds eqgaii pment i
conditioning for the clinic and lab. The Ingenio indicates that it pays about $200 a month to

the center to cover basic supplies like paper goods and prescription pads. Aside from the

lack of medicines, reagents and ultrasound essential for CRlI management as mentioned

above, the clinic also lacks critical equipment like an EKG machine. In addition, for the whole

Centro de Salud, it is currently not possible to maintain an updated database because there

is not enough computer capacity.

Although many components of the Centro de Salud are in substantial need of repair, the
clinic lacks a budget for either maintenance or remodeling. For example, one of the
bathrooms is not working, and there is also a problem with the air-conditioning in the lab.

CRI patients complain that the waiting room lacks chairs, is very hot, and is not comfortable.
They are especially critical of the lack of an entirely independent CRI clinic. The CRI clinic
shares a pharmacy, laboratory, supply room and scales with the general clinic. CRI patients
state that they prefer not to have to wait in the crowded general clinic along with children and
pregnant women before appointments or when they wait to receive medications or basic
monitoring such as weighing. Despite complaints about medication shortages and facility
problems, many CRI patients were grateful to have a clean, centrally located health facility
where they could go for their illness.

As an extension of the Centro de Salud, there are 10 peripheral health posts scattered

strategically around Chichigalpa. These remote posts are staffed by volunteeri br i gadi st as,
community health workers who provide basic health information and initial basic health

screening (vital signs, e.g.).
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5. Medical attention

Adequate medical attention by competent and caring health care providers forms a
cornerstone of good care for any illness. Toward this end, the Centro de Salud has a
designated CRI Clinic staffed by two doctors, a nephrologist and an internal medicine
physician. Together, they provide ongoing clinical care to a group of about 1500 CRI
patients in Chichigalpa. Patients with a creatinine level under 3 are seen every 2 months,
and every month if their creatinine level is greater than 3. This equates to a very demanding
daily load of 40-50 patients between 2 physicians who see patients for 1.5 hours 4 mornings
a week; appointment time is thus limited to less than about 5 minutes of physician contact on
average.

CRI patients are not seen at the ISA Hospital, where only current workers receive medical
care. Though when elevated creatinine levels are discovered, ISA Hospital physicians write a
referral note to the Centro de Salud for the worker.

There are no nutritionists or social workers staffed at the Centro de Salud to provide dietary
and counseling services important for CRI patients. Patients must travel to Hospital Espaia
in Chinandega to receive these supplemental services, but rarely do so because of travel
expenses and time involved.

Despite the valuable resource that Centro de Salud provides for CRI, many CRI patients
expressed their dissatisfaction with their care. Concerns that CRI progresses despite
medication contribute to CRI patients having an underlying sense of mistrust of physicians
that treat them. Accordingly, many CRI patients expressed dissatisfaction with the way in
which their physicians treated them. This view is also shared by most of the widows of
CRI patients.

So what | want to say, then, is you know when a medication is working. | talk

with the doctor and say that | dm taking the med
worse. But they are not interested- they fill your meds and tell you to just come
back.

The perception of mistreatment someti mes seems
being told there was no adequate treatment for their condition.

My problem is that they never were able to control my high blood pressure, |
think because they never gave me the best or adequate medication.

The doctor is always giving me the same thing. |think that this is of concern. |
dondét see any result. I just donob6tattdhsi nk sheobs
what | think.

Many focus group participants also shared the notion that they receive better care from
private physicians than Centro de Salud doctors.

At the public clinic they tell me to take 3 pills (Allopurinol) a day. But the
private Cuban doctor tells me to only take 1 pill because it affects your sight.
Al ready | dm having t r(@GRudatiest) wi t h my vi sion.

CRI patients consistently feel that their doctor

We like the doctors, but they have to see so many patients-t hey donét have the
time. (CRI patient)
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One doctor arrives about 10:30am and people are a
|l ast to get there and the first to | eave. And wh
with everyone I t s e erned withiykuediseas@&a whatybur c o n ¢

probl ems are. Heds t hercheckt (€RIpatient) pi ck up his pay

Given that there are only two part-time physicians providing care for 1500 CRI patients in
Chichigalpa at the Centro de Salud working 4 days a week, this complaint is understandable.
Notwithstanding complaints of late arrivals and early departures from the clinic, a calculation
of physician hours and patient load indicates that CRI physicians have about 5 minutes or so
per patient.

Infrequent appointments were another common theme shared by most focus group
members. This long gap most likely reflects the lack of capacity of the Centro de Salud to
handle this sizeable patient load with only 2 part-time physicians.

Other patient complaints about care centered on the fact that problems other than CRI are
not addressed in the health center.

We are not prescribed other medications for all the other complaints we have-
pain in hip, shoulder, decreased eyesight. (CRI patient)

All they give is allopurinol and the pill for high blood pressure. (CRI patient)

Some CRI patients said that they liked the care they received from their CRI doctors at the
Centro de Salud, and did not blame them for the situation regarding medication and reagent
shortages.

WelRCpati ent s get good care from Dr. Reyes and Dr. R
fault that we dondt have medications

Lastly, several CRI patients had an unanticipated observation regarding their care at the
Centro de Salud.

After the World Bank visit, the clinic has improved.

The distrust of many focus group participants extended beyond the treatment they receive at
the clinic to the health and social security systems at large.

At the public clinic, I had a creatinine of 1. 8.
as if the INSS is paying the clinic for coming up with a good result. (CRI patient)

And just imagine my surprise. My last creatinine test was 1.5. But since there
are no reagents, | had to go to the private doctor- he told me 2.3. You can see
what the difference is. The social security is doing these tricks so it seems that
youbdr e do(CRipatient) ne.

A treating physician explained another difficulty with differences the change in creatinine
levels between clinic visits or labs:

Sometimes patients become really angry at us because we recheck their

creatinine and it goes down, and they still want a certificate that they are sick so

they can receive their pensions. ltds a terrible
poor.

Several voices spoke to their perception of the unfairness of the social security system.

My father-in-l aw di ed 3 weeks agoé I f you paid (soci al
last 52 weeks, then INSS is supposed to pay a pension. He worked 15 years,
and just because he worked only 25 instead of 26 consecuti ve weeks, he didn

receive any pension.
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Even though the Centro de Salud is supposed to provide 24-hour care, several focus group
participants complained of difficulties that they experienced after hours.

We could add something here. Most are 20-30 min late but they get there. On

holi days, sometimes theydre there. But if thereo:
ill, thereds no one there at all. We need someon
The first cause of death in Chichigalpa is CRI. And during the night the doctors

are sleeping and the pharmacies are closed. (CRI patient)

Access is an essenti al component card. Transfpraft i ent 6 s
Centro de Salud CRI patients can only be within the Department of Chinandega to Hospital

Espafia, with no access to the Ledn Hospital. Each focus group mentioned the lack of

affordable ambulance transport to the Hospital Espafia. Contrary to social security laws

that assure free hospital transport for very ill CRI patients, some payment seems to always

be required for this essential emergency service.

Il 6m dying, they

And i f | arrive at the c¢clinic and
the hospital.o
bY

pullout100 cordobas for a rnGRtpatiert)o

Someti mes therebs an Gwmbrud agqae.,
money to pay for gas. (CRI patient)

du thheve to give

Local health officials believe that the economic problem is not so much the transportation
issue, but the family having to pay for 3 meals a day for 7-8 days of hospitalization of their
head of household in Chinandega.

Many patients therefore select to remain at home and leave it up to God. (Health
official)

Many of the issues surrounding gaps in medical attention reflect challenges of the public
health system at the national level (MINSA). Several health officials explained that the
public health system is a politically driven system relying on connections for appointments to
senior positions, and not necessarily a merit-based system relying on qualifications and
experience. As a result, there are serious issues of deficient capacity at all levels. A
consequence of this gap is a lack of ability to adequately plan for and procure medications
and reagents.

Another commonly acknowledged system challenge expressed by key informants is the lack
of motivation of physicians employed by MINSA. Because of very low salaries, public health
physicians usually work for only 4 hours of the 8 that they are paid to provide services.

I f MINSA says, AThis is your sgbargebd.dhén we say
common phrase among physicians employed by MINSA)

As a result of their low salaries, public health physicians are often more involved and
committed to their own more lucrative private practices. Sadly, their relative disinterest can
also contribute to a lack of primary concern for their public health center patients. This issue
is not at all unique to Nicaragua, but represents an international problem in many developing
nations.
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6. CRI Information for Patients and the Community

|7

MEDIDAS HIGIENICAS
PERSONALES

- BANARSE DIARIO Adequate management of CRI also
- LAVARSE LOS DIENTES TODOS LOS DIAS requires knowledge of the course of
_L;:isn‘g‘(’)ii:k“" e, the disease, potential complications,
. CAMBIO DE RoPA D10 | and treatments available (including

- CORTARSE LAS UNAS medications and their side effects,

- LAVARSE LAS MANOS CUANDO PREPARE || and preventive methods).

ALIMENTOS, ANTES DE COMER, DESPUES
DE USAR LETRINA

- PONER LA BASURA EN SU LUGAR

Sign in CRI Clinic, Centro de Salud
(Personal hygiene practices for CRI)

Basic information about CRI must be accessible to patients and their families. Armed with
information about their iliness, CRI patients will be better able to improve their attitudes
toward medications, physicians, and treatment approaches, and increase the level of
medication compliance and knowledge of preventive practices such as proper diet.

Both CRI patients and widows alike expressed a great interest to learn more about the
disease of CRI, including how to best treat it, what medication side effects are, and how the
disease advances.

|l 6d |li ke to know what are the symptoms of the di s
youbre in the last stages of theouktackeases, you | o
vomiting, get high fever, and when you get the hi:
to die. (CRI patient)

I think wedbére al most dead because we | ack under st .
medications (CRI patient)

You knowé, itds | i keeldlepurtholcittodrs sgaoyoidn gf otraky our ur i
acid-but she doesndét tell yolbowatlwid aftectyom.e si de ef fect s
Sure it will help one thing, but our health worsens because of the side effects of

the medicines. We don 6 tionhoutsideaeffectst(GRbe of inform
patient)

As mentioned in the above section on medication problems, lack of knowledge about CRI
among patients and families clearly contributes to their sense of powerlessness, mistrust,
and fear about the natural progression of the disease.

Currently, the CRI Clinic at the Centro de Salud lacks a dietician, who mast often provides
necessary nutritional counseling and ongoing support to CRI patients and their families.
There are also no social workers at the public health clinic. The dental team at the Centro de
Salud is currently responsible for general health promotion and prevention. Hospital Espafia,
though, has a mobile team that provides care to some CRI patients and includes a
nutritionist, psychologist and social workers.

| think the patients who are already in the program are OK. They know their
disease and about the meds they need to take as well as the measures
necessary to slow down the progression of CRI. We have the social workers
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and the psychologists talking to them all the time, so | think we have improved
their information and knowledge of the disease quite a bit. (Health official)

To help slow the rising tide of the current CRI epidemic in Nicaragua, it is also essential to
increase the knowledge about CRI and CRI preventive practices for the Community. A
public health committee already exists in the Dept. of Chinandega to develop a prevention
campaign program.*? This committee is trying to involve Churches, Ministry of Education,
Fundacion La Isla, and Baxter International (a US based manufacturer of healthcare
equipment and a leader in dialysis) to provide preventive information. Some information is
being made available to students through the MOE to educate them about CRI (prevention,
signs and symptoms). There is a great opportunity to build on this existing coordination, and
there is willingness from the sugar mills to participate and support the work of the committee.

We are beginning to address what to do for preven:
prevention for those without CRI, but for how to stabilize CRI for those who

have it. This includes encouraging the avoidance of alcohol, excessive heat

exposure and smoking, for example. (Health official)

On the national level, specific institutions or forums to discuss and deal with CRI have yet to
be established. Pursuit of a formal national public health campaign on CRI will be a
component of the set of protocols awaiting official endorsement by MINSA.

7. Access to recommended CRI diet (Seguridad alimentaria)

A specialized diet is one of the primary
foundations in maintaining health and
slowing the progression of CRI.
Although most all CRI patients are
aware of their recommended diet, lack
of access to adequate financial
resources to buy food remains a key
life-threatening challenge for CRI
patients.

Sign outside CRI Clinic,
Centro de Salud, Chichigalpa

Beyond limiting their ability to pay for essential renal medications and testing, CRI patients
are unable to afford the fresh vegetables, fruits and fish prescribed as part of their
specialized diet.

Mostly, they recommend eati nghoweaneve a&fbrde s . But we:
to buy vegetables. (CRI patient)

€ the $20 | have to pay for a private doctor mean:
family. (CRI patient)

2 This group includes Dr. Fermin Martinez, Dr. Erwin Reyes, Dr. Paguaba, and Dr. Luis Lindo (SILAIS).
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Furthermore, CRI patients and their families face the threat of starvation on an ongoing
basis. This is a commonly shared experience.

And of course | have a bad diet because | candt a;
food. I send my children to school hungry, and I
anything | can if | could work, but I just can't find work. (CRI patient)

| think the truth is that people are dying from hunger, from not eating all the
foods that are recommended by the doctors to avoid. (CRI patient)

| had no other choice but to beg for money to help my husband. (CRI widow)

And it shames me to admit that | didnét have anyt
children dondét wunder st(@didoa)lnd t hey ask why.

Like many Nicaraguans, CRI patients and their families also lack the practice of including
fresh vegetables and fruits in their diet.

8. Psychological needs of CRI patients and their families

Arhe situation is difficult with a patient
with this type of disease. How they cry
for help and thereo
They dondét sl eep at
then we dondét sl eep
we suffer. Those are the experiences we
had to live through.o

(CRI widow)

3
CRI widow, Chichigalpa

One of the most pervasive and perhaps most damaging issues facing CRI patients and their
families is the serious psychological effects that accompany living with a chronic disease.

You have to psychologically overcome this when you know you have a fatal

di sease that affects you. I tell myself Adonoét t |
that. | would pee in a Coke bottle and check it. Psychologically, you start

worrying. (CRI patient)

ltés a sad day for us t(@Rl&videwcuss what webve | ost.

Ités suffering to have such a sick husband. They
saying, give me something for the pain. | wish we had like a magic pill to give
them. We suffered a lot with them. (CRI widow)

In the midst of this dire need for emotional support, no psychological services of any kind
have been available to CRI patients or their families.

God is the only one who gives us help. No one else can help us. (CRI widow)
Children are especially affected by having to witness the slow, painful death of a parent.
With parents dealing with CRI, the children feel abandoned. (CRI widow)
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And yet still able to look at the positive side of their sad lives, the widows of deceased CRI
patients expressed a bittersweet resolve about having learned to become stronger people
through their traumatic experience.

We had to find inner strength for ourselves as well as our husbands. (widows)

CRI wi dows al so shared a common view that i CRI
shared suffering.o

Theydére friends, they bring you bread and sugar
some came with money to help bury my husband. (CRI widow)

Psychological and social services are sorely needed to address the high level of mental
stress resulting from living with a terminal illness, which will also improve physical health and
ability to live with CRI for both CRI patients and their families.

9. Stage 4-5 treatment: Access to ESRD (end-stage renal disease)
treatment

Most all CRI patients will advance to end-
stage renal disease (ESRD) in time.
Treatments including peritoneal dialysis,
hemodialysis and renal transplantation are
essential for ESRD patients to survive- and
they are extremely costly. At present,
access to such treatment options for end-
stage renal disease is extremely limited and
essentially non-existent for the vast majority
of CRI patients in Nicaragua.

Peritoneal dialysis tient,
Hospital Espafia, Chinandega

Need and capacity issues

The extent of need of CRI patients for dialysis is vast. In the Dept. of Chinandega alone, over
3,000 CRI patients have been identified that require ongoing treatment and monitoring.
Although an estimated 3-5% now needs dialysis, the majority of these patients will continue
to develop end-stage renal disease requiring dialysis or transplant for survival. No dialysis
services presently exist in Chichigalpa, and ESRD patients must be referred to Hospital
Espafia in Chinandega. There are currently 20 patients on chronic ambulatory peritoneal
dialysis (CAPD) in Hospital Espafia, and 80 who are waiting to start in the dialysis program.
In Chichigalpa, there are another 41 patients also awaiting the opportunity to start dialysis.
UNAN estimates that the actual present need for dialysis in Chichigalpa is closer to 200.

We have serious lack of capacity to provide service to all who need it. (Health
official)

Peritoneal Dialysis
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