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Abstract
Objectives. We aimed to translate and linguistically and cross-culturally validate Sheffield
Profile for Assessment and Referral for Care (SPARC) in Spanish for Colombia (SPARC-Sp).
Methods. The linguistic validation of SPARC followed a standardmethodology.We conducted
focus groups to assess the comprehensibility and feasibility.The acceptabilitywas assessed using
a survey study with potential users.
Results. The comprehensibility assessment showed that additional adjustments to those made
during the translation-back-translation process were required to apply SPARC-Sp in rural and
low-schooled populations. It also identified the need for alternative administration mecha-
nisms for illiterate people. The acceptability survey showed that potential users found SPARC-
Sp as not only acceptable but also highly desirable. However, they desired to expand the number
of items in all domains.
Significance of results. Beyond the semantic and conceptual validity attained through the
back-translation process, actual cultural validity could be acquired thanks to the comprehensi-
bility tests. Although extending the instrument is something potential users would like to do, it
would make it less feasible to utilize the SPARC-Sp in clinical settings. Nonetheless, the instru-
mentmight benefit from the inclusion of a domain that evaluates challenges encountered when
accessing the health-care system. For communities lacking literacy, alternate administration
methods must also be considered.

Introduction

Palliative care (PC) aims to improve the quality of life for people with serious illnesses, defined
as conditions that carry a highmortality risk, negatively impact the quality of life and daily func-
tion, and are burdensome in symptoms, treatments, or caregiver stress (Rabow et al. 2023; Yeh
and Bernacki 2017). It involves addressing andmanaging physical, emotional, and existential or
spiritual distress, supporting patients’ families and loved ones, and aligning realistic treatment
options with patients’ and families’ goals of care (Gomella and Haist 2022). The approach inte-
grates care for physical symptoms with psychosocial and spiritual care, considering a patient’s
and family’s needs, preferences, values, beliefs, and culture (Gomella and Haist 2022; Rabow
et al. 2023; Yeh and Bernacki 2017). PC can be provided alongside curative treatment at any
point in the disease trajectory andmay become the sole focus of care near the end of life (Rabow
et al. 2023; Yeh and Bernacki 2017).

Approximately, 57 million people worldwide require PC annually (World Health
Organization 2020), and around 80% of these were living in low- and middle-income coun-
tries (WorldHealthOrganization 2020). However, only 14% of patients requiring PCworldwide
receive it (World Health Organization 2020). For example, roughly 70% of adults who died
between 2012 and 2016 due to chronic diseases in Colombia potentially required PC (Calvache
et al. 2020).However, PC services are concentrated in the country’smain cities, and there are sev-
eral obstacles to the prompt and timely identification of the need for PC by health professionals
(Calvache et al. 2020).

Decisions regarding referral to PC represent challenges for health professionals, who may
see it as a sign of their failure, and for patients and families – who frequently associate
PC with abandonment and death. Consequently, access to these services is often delayed
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(Cuadrado Franco 2019; Gempeler et al. 2021; Kaasa et al. 2018).
In addition, about 73% of physicians consider death a negative
outcome and even an indicator of therapeutic failure (Cuadrado
Franco 2019), probably one of the causes of the frequent adminis-
tration of disproportionate treatments to patients with poor health
status or prognosis (Cuadrado Franco 2019; Gempeler et al. 2021).

A recent integrative systematic review suggests that PC needs
should be assessed holistically, including traditional domains such
as social or spiritual and emerging ones such as sexual, economic,
or health services access (Goni-Fuste et al. 2021). According to
this review, only some assessment tools cover all these domains
(Goni-Fuste et al. 2021). However, several systematic reviews of
instruments that measure unmet needs or PC needs have shown
that the Sheffield Profile for Assessment and Referral for Care
(SPARC) has essential strengths in its development and content-
related validity evidence covering the mentioned domains (Afseth
et al. 2019; Ahmedzai and Walsh 2000; de Heus et al. 2021; Hart
et al. 2022; Richardson et al. 2007; Waller et al. 2022).

The Academic Unit of Supportive Care at the University of
Sheffield worked for over 5 years to develop SPARC (Ahmedzai
et al. 2005). SPARC consists of 45 self-rated questions in 8 subscales
covering physical and psychological symptoms, communication,
and social andpersonal issues. It is designed to facilitate health-care
providers in identifying patients in need of specialized support-
ive and PC services (Ahmedzai et al. 2005). SPARC has been used
in numerous research projects to assess the PC needs of patients
with variousmedical conditions (Ahmed et al. 2015; Gardiner et al.
2013; Maguire et al. 2020; Rutchik et al. 2010; Stewart et al. 2019;
Wilcock et al. 2019) and has been validated in English, Polish,
Korean, and Taiwan Chinese (Hughes et al. 2015; Kwon et al. 2021;
Leppert et al. 2012; Tsai et al. 2023).

Currently, there are no instruments available in Spanish to
assess PC needs in diverse patient populations and suited for use in
the Colombian population. For an instrument to be applicable and
valuable, it is essential to carry out a linguistic validation that goes
beyond simple translation processes, seeking not only conceptual,
semantic, or technical equivalence but a genuine social and cul-
tural equivalence that adapts to the sociological, demographic, and
historical particularities of the target culture and population (Siyu
2016).

A cultural match is crucial when adapting versions of content,
as even slight variations in meaning can alter how the item is per-
ceived and answered (Zou 2016). While the intent of specific items
may be clear, linguistic nuances can result in conceptual disparities
that are not easily detected (Menon andVenkateswaran 2017).This
is particularly true when significant cultural differences or varia-
tions in qualifying symptoms exist between the groups involved
(Menon and Venkateswaran 2017). Therefore, we translated and
performed a cross-cultural validation of the SPARC for Colombia
(entitled SPARC-Sp) (Polit and Yang 2016), focusing here on the
cultural equivalence of the instrument using qualitative data col-
lection and analysis methods. The results of the psychometric
characteristics will be presented separately.

Methods

The SPARC was chosen as the instrument to be translated, cultur-
ally adapted, and validated in this study. This decision was made
after a panel of health-care professionals and patients from both
the United Kingdom and multiple cities in Colombia informally
concluded (in the framework of the project “Living with and
beyond cancer” (Reid et al. 2021)) that the SPARC construct of

Figure 1. Stages of methods used in the study.

the measurement of holistic needs was suitable to warrant mov-
ing on to a translation (conceptual equivalence). Similarly, these
experts expected that themethods of applying SPARC andmeasur-
ing these needs (technical equivalence) would be congruent with
the Colombian cultural beliefs, values, and experiences, based both
on intimate knowledge of the Colombian context and other inter-
national experiences with SPARC (Kwon et al. 2021; Leppert et al.
2012; Polit and Yang 2016). Figure 1 shows the stages of the meth-
ods used in this study, largely following cross-cultural validity study
phases as described by Polit and Yang (2016).

Translation, reconciliation, and back-translation

Three independent researchers fluent in English and with theoret-
ical or practical knowledge of PC (JAC, SM, and EdV) and one
professional language translator living in Colombia were given the
task of performing an initial English-to-Spanish-centered transla-
tion (Polit and Yang 2016) of the 45 SPARC questions, the answer
options, and the questionnaire’s instructions – aiming for semantic
equivalence rather than a literal translation.

A panel of native Spanish speakers (JAC and two anesthe-
siology residents – CC and KR) was assembled to review and
reconcile the four translations into a single version. A second
panel of Spanish-speaking experts (JAC, SM, and EdV) veri-
fied this first version (SPARC-Sp) before undergoing the back-
translation process. Two bilingual native translators (English and
Spanish – external to the research team and unaware of the original
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SPARC questions) and a professional translator back-translated
SPARC-Sp into English. This back-translated version was checked
for consistency with the original English version of SPARC under
the supervision of Dr. Ahmedzai, the initial developer of SPARC.
Discrepancies related to linguistic, cultural, and social differences
and variations in health systems were discussed and finally rec-
onciled by the international expert panel (JAC, SM, EdV, and
SHA).

Comprehensibility and feasibility assessment

To make a more extensive assessment of the comprehensibility
of SPARC-Sp and the feasibility of its use, a focus group with
the implementation facilitators (research assistants who applied
SPARC-Sp in the hospitals) was conducted during the application
of the instrument for its psychometric validation.

To conduct the focus group, three researchers (EdV, JAC, and
CVM) designed a question script using an iterative approach to
explore linguistic and semantic aspects of the questions and to ask
the participants to formulate alternative modifications to facilitate
understanding and communicationwith the patients. Additionally,
we explored the perceived capabilities and potential use of SPARC-
Sp in a clinical setting.

Acceptability testing

To evaluate the general acceptability of SPARC-Sp beyond the
specific context in Popayán where the instrument was being val-
idated, we undertook a survey of patients, caregivers, and health
personnel through social networks, expert organizations, PC orga-
nizations, and health workers with experience in PC management
in Colombia.

The survey included 15 open-ended, 9 dichotomous, and 10
Likert-type questions. Three researchers constructed the survey
questions from an iterative approach (SM, EdV, and CVM). The
participants were asked to rate the relevance of domains and items
of SPARC-Sp and suggest additional items if they felt this was
needed.

Participants answered the online survey (SurveyMonkey R.)
from November to March 2023.

The focus group information and the answers to the survey’s
open-ended questions were transcribed verbatim. CVM carried
out thematic analysis under the supervision of EdV, SM, and JAC.
We coded the information and constructed categories. Authors
could suggest or modify new categories. To improve rigor, the
proposed categories were presented back to the focus group and
survey participants to assess if their perspectives were adequately
represented and considered.

Ethical approval

The protocol of this project was evaluated and approved by the
Ethics Committee at the Hospital Universitario San Jose, Popayan,
Colombia (8.2.9-92/031). All included patients and participants
confirmed their voluntary and informed participation by signing
informed consent forms.

Results

Translation and back-translation

During the initial harmonization of the four initial English-
to-Spanish translations, differences and difficulties were found

in some items. Moreover, in the back-translation (English-to-
Spanish), there were some issues detected by the original author
of SPARC (SHA) and the panel clarified these. These issues of
the forward- and back-translations and the final version of the
translated words or sentences are listed in Table 1.

Comprehensibility and feasibility assessment

The initial SPARC-Sp testing was conducted in a focus group
held at the Hospital San Jose de Popayan. This university-affiliated
hospital serves diverse populations, including indigenous com-
munities. A significant proportion of the latter patients are illit-
erate or have deficient educational levels (59% with incomplete
primary school). There were five research assistants for applying
SPARC-Sp.These facilitators includedmedical students, anesthesi-
ology residents, general physicians, nutritionists, and nurses.These
facilitators participated in focus groups to evaluate both the com-
prehensibility and feasibility of SPARC-Sp as experienced in the
field test.

The facilitators expressed reservations about using the
SPARC-Sp in patients with low literacy levels. They considered
that these patients might need additional help in understanding
the meaning of some of the questions and, therefore, could give
answers that were not informative or accurate.

In our environment [Colombia], it’s difficult to understand certain terminol-
ogy. It’s difficult to understand for certain groups of patients (…) and lends
itself to difficulties in understanding the question (according to SPARC-Sp).
(Doctor, Anesthesiology resident, male)

According to the facilitators, the SPARC-Sp evaluation options
“not at all, a little bit, quite a bit, very much” could confuse the
patients, and the facilitators had difficulties explaining the differ-
ences between these categories.

What is a little, what is much, or what is very much? In other words, the
instrument should have operationalizations of the answer option to each item
so that one can tell the patient. (Medical student, male)

Table 2 presents the items identified in each domain that could
were considered candidates for modifications to improve clarity
and comprehensiveness based on the data obtained in the focus
group with implementation facilitators.

All implementation facilitators described SPARC-Sp as
helpful for identifying and communicating holistic PC needs
between the patients, their families, and health-care professionals.
One of them, a medical student, expressed that he realized,
because of his experiences applying SPARC-Sp, that neither
doctors nor nurses usually approach the patients to interact with
them:

Most doctors, in the hospital rounds, don’t have the time to approach and
talk, because normally for the questions here [communication and informa-
tion domain] always [the patients] tell me no, they don’t talk to the doctor, or
the nurse. (Medical student, male)

The facilitators recognized multiple advantages in applying
SPARC-Sp to recognizing dimensions other than the physical
domain:

They [the patients] are never asked if they need emotional support (…).
SPARC-Sp allows them to rethink many things about themselves, and they
say: - “Yes, I mean, the medication is helping, but I need more. I mean, the
pills are not enough. (Medical student, male)
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Table 1. Difficulties encountered in the process of forward- and back-translation or conciliation between versions of the translations and the final version in
Spanish

Moment of concern Original item Problems encountered Final decision Final version in Spanish

Forward- and
back-translation,
discussion with SHA

Answer categories “In
the past month, have
you been distressed or
bothered by”

Distressed or bothered is diffi-
cult to translate to Spanish. The
perfect translation was not found.

Team decided to
use the words
“angustiado o molesto”.

En el último mes, se ha
sentido angustiado o molesto
por

Various, those contain-
ing the word “problems”
(11, 12, 15, 19)

Problems would be interpreted
as a major “problem,” whereas
the question intends to identify
alterations compared to the nor-
mal daily situation for the patient,
which may or may not amount to
a problem to Spanish speakers.

Replace “problems”
(problemas) for “alterations”
(alteraciones).

alteraciones

Various introductory
questions (section 1;
items 31, 44, 45a)

The meaning and translation of
the word “condition”; the mean-
ing of this word in Spanish differs
substantially from English.

“Situation or sickness” as
options for SPARC-Sp.

…su situación o su
enfermedad

Forward-translation
and reconciliation

6: Sore mouth “Sore mouth” was considered
unclear in Spanish.

Adjustment to “pain of the
mouth.”

Dolor de la boca

7: Shortness of breath The literal translation would be
back-translated as “difficulty to
breathe,” a different concept.

Adjustment in the Spanish
version toward “lack of air”
better represents the original
concept.

Falta de aire

13: Feeling weak Translations used mixed and
confusing definitions for weak
(item 13) and tired (item 14).
Both terms would have different
meanings in Spanish, considering
the adjunct verbs.

Clarification of both
questions by refor-
mulating toward
“to feel” (sentirse).

13: Sentirse con debilidad

14: Feeling tired 14: Sensación de cansancio

Back-translation,
discussion with SHA

18: Changes in your
weight

Rather than changes in weight
formulated as weight loss or gain.

Discussed with SHA – change
approved to improve
comprehension among users
in Colombia.

Pérdida o ganancia de peso

24: Feeling as if you are
in a low mood

Low mood is not understood in
literal translation.

Low mood was replaced by
“sadness” (triste) – approved
by SHA.

Sentirse triste

Forward-translation
and reconciliation

29: Feeling that life is
not worth living.

The meaning in Spanish of the
Four translations was considered
to perhaps not be entirely clear to
patients.

Reformulation and recon-
ciliation between the Four
translations to the final
version.

29: Sentir que la vida no vale
la pena

30: Thoughts about
ending it all.

30: Pensamientos acerca de
terminar con todo

31: The effect of your
condition on your sexual
life.

This question was considered
ambiguous in Spanish as the
translation referred only to the
effect of the main disease.

“Condition” was replaced
with “situation.”

Su situación ha afectado su
vida sexual.

SHA = Sam H. Ahmedzai, developer of the original SPARC instrument.

It touches the patient’s sensitive topics (…) the patient cries and has the per-
ception that he is really alone, that he really wants to end it all and that he
needs something more holistic for him. (Medical student, male)

From their observations and comments by the patients answer-
ing SPARC-Sp, the facilitators noted that some important holis-
tic needs related to the Colombian geographical and logistic
characteristics and the health-care system were not covered by
SPARC-Sp:

We also see the influence of geography (large rural area, lack of road infras-
tructure), which has a direct influence on adherence to treatment, and the

possibilities of whether or not a patient can be followed up. (Head of Nursing,
female)

The health system has abandoned them, and care is not provided as it
should be (…). The times available for one consultation do not allow
us. The health is running away all the time; it doesn’t justify the con-
sequences they have for them (patients). So many times, (…) I read a
medical history and think this lady must be in a terrible state. I read it,
I go, I look, and the patient goes: − ‘No, I’m fine.’ … She’s not fine, she’s
about to die! In other words, she’s not well. She is in a bad condition,
but I’m very struck by the perception [of being «fine»]. (Medical student,
male)
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Table 2. Suggested adjustments or modifications to improve the comprehen-
sion of the SPARC-Sp items

Domain Item Observations

Communication
and infor-
mation
issues

1g. Other people
(please state)

Change to other people
or services (psychology,
physiotherapy, nutrition,
etc.)

Physical
symptoms

11. Bowel problems
(e.g., constipation,
diarrhea, or
incontinence)?

The words are unknown
to the participants. It
is suggested to include
“stomach damage.”

20. Being concerned
about changes in
your appearance?

The word “appearance”
without an adjective was
confusing to participants.
Suggested change to
“physical appearance.”

22. Feeling that your
symptoms are not
controlled?

Modify the word “symptoms”
and “controlled” for clarity.
Suggested change to “feel
that your ailments or
discomforts have not been
alleviated.”

Psychological
issues

23. Feeling anxious? The word “anxious” is
jargon. Suggested change
to “worried”

25. Feeling
confused?

The word “confused” was
not understood by the
participants. Suggested
change to “don’t understand
what’s going on”

26. Feeling unable to
concentrate?

The word “concentrate” is
confusing. Suggested change
to “pay attention”

Personal issues
43. Do you need
any help with your
personal affairs?

“Personal affairs” is a very
ambiguous term. Suggested
change to “personal matters
(paperwork, legal matters,
debts, etc.)”

45.d. Other types of
support

Specify the types of support
with some examples.
Suggested change to: “work,
psychology, physiotherapy,
nutrition, etc.”

45.e. Financial issues Use another synonym for
clarity. Suggested change to
“money matters.”

The facilitators considered SPARC-Sp to be long and difficult to
implement in routine clinical practice:

Definitely it should be a bit more concise, eh, not so extensive, more punctual
and specific with the questions. (Head of Nursing, female)

For facilitators, the length and duration of SPARC-Sp adminis-
tration, especially when the patient requires assistance to complete
it, made its foreseen use in control visits problematic, especially
when used in a face-to-face application in this particular social and
demographic setting.

Some facilitators considered that implementing SPARC-Sp on
mobile devices could facilitate its routine use in clinical practice.

It should be self-applicable by digitized means, but realistically, I think it is
difficult. (Head of nursing, female)

Since there are so many patients where you [the clinician] are the one who
ends up writing [marking SPARC responses] because the patient is not in a
capacity … You basically sit there with the instrument, filling it out. (General
physician, male)

This cited physician mentioned that he thinks that using an
electronic device with the questions available as both written and
audio-recorded options would make self-administration feasible.

The process of assisting patients completing SPARC-Sp was
emotionally heavy for the facilitators:

Sometimes, after applying this tool with patients, I am impacted by the emo-
tional burden that the patient has. And not only the patient but also their
family. (Doctor, Anesthesiology resident, female)

Acceptance testing

A total of 29 participants responded to the SPARC-Sp acceptabil-
ity survey (Methods, 2.3), of which 48% (n = 13) were nurses, 22%
(n = 6) medical doctors, 19% (n = 5) were other health profession-
als (n= 5), 15% (n= 4) patients, 7% (n= 2) careers, 4% (n= 1) user
representatives, and 4% (n = 1) decision-makers. We identified
several suggested items for the 8 domains of SPARC-Sp (Table 3).

During the focus groups, the facilitators offered suggestions on
attributes that could be included in the dimensions of the SPARC-
Sp. Figure 2 shows a synthesis of the domains and aspects that
participants in both the focus group and the survey suggested being
added to the SPARC-Sp.

Discussion

The results of the translation and the subsequent linguistic and
cross-cultural validation processes showed that achieving seman-
tic equivalence between two instruments is challenging; many
concepts in medicine or “well-being” are conveyed to the reader
slightly differently when using direct translation. Eventually, after
the careful conciliation of the initial English-to-Spanish transla-
tion, the back-translation of the SPARC-Sp was considered seman-
tically equivalent to the original version by the experts. However,
when asking many users (patients, caregivers, and professionals)
how they understand and interpret the items, some items still
required adjustment to make the entire instrument equivalent and
unequivocally understandable. Previous validations of translated
versions of SPARC, such as the one conducted in South Korea,
also reported subtle changes in the use of particular words, espe-
cially in psychological, religious, and spiritual domains (Kwon et al.
2021). In this Spanish version, participants had difficultiesmeaning
several words (bowel problems, appearance, symptoms, anxiety,
confusion, and concentration). The validations of SPARC in Korea
and Poland were limited to oncology patients with advanced dis-
ease and good literacy skills (Kwon et al. 2021; Leppert et al. 2012).
In contrast, this study included a very heterogeneous group of
patients with chronic non-communicable diseases and all edu-
cational levels attended to the hospitals, including a substantial
proportion of persons with reading difficulties.

Even though the initial evaluation of the technical equivalence
for SPARC and SPARC-Sp (both being considered to be of a lit-
eracy level that would allow for self-administration) – the field
test showed that many patients still needed help reading the ques-
tionnaire.Themain suggested adaptation in developing SPARC-Sp
was to make adjustments to make it self-administrable, includ-
ing for people who have difficulties in reading or writing. In low-
and middle-income countries, the levels of illiteracy or difficulties
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Table 3. Proposals for additional questions to be included in the SPARC-Sp domains

Domain Yes (%) Suggested questions

Communication
and information
issues (n = 15)

6 (38) Am I afraid to communicate?

Do you receive or seek information from the internet, such as social networks and other media?

Physiotherapy, nutrition, and psychology are lacking.

What did you talk to these people about?

Did tell you about his distress or ask for more information about his illness, or did he just want to be heard?

Is there something you would like to say, discuss, or talk to someone but have not been able to do so?

Physical
symptoms
(n = 16)

4 (25) Have you recently experienced changes in your usual food consumption?

Do you have preferences/rejections for food characteristics such as texture, taste, smell, presentation, etc.?

Have there been changes in appetite?

Assess neuropathy, sleep disturbances, sexuality needs, fever, sweating, seizures, changes in vision, hearing,
photosensitivity, acoustic or olfactory hypersensitivity, etc.

The wording of questions 9 and 10 is unclear. Questions 11, 14, and 21 ask more than 1 question. Question 14 can be
associated with question 16

Psychological
issues (n = 19)

3 (19) Do you get irritable easily?

Do you go to bed thinking about problems you had during the day?

Do you wake up thinking about the problems that await you during the day?

Is your sleep in the early morning interrupted by thinking about problems?

Does your food consumption change when you are alone or in company?

Do you feel worried about the future?

Question 23 has already been asked in the section on symptoms.

Religious and
spiritual issues
(n = 14)

5 (31) Do you need help or support on a spiritual level?

Do you require any process, intervention, or spiritual space?

Do you feel comfortable with the relationship between health and emotionality?

Do you have any belief in a supreme being, divinity, or higher power?

Do you believe that you have an awareness of personal change and transformation?

Is prayer and meditation important to you?

Religious needs of your caregivers or your nuclear family?

Need for spiritual accompaniment?

Need to find peace of mind?

A need for closure and making peace?

When you feel down, what do you hold on to move forward?

Independence
and activity
(n = 15)

5 (33) Include a series of questions that expand on basic activities of daily living (ABC) as well as activities of daily living and
instrumental daily living (ADL/ADL).

Changes in your ability to work or produce according to what you decided as a way of life?

Have you lost the independence to leave the house and even to make decisions about your life and health?

Changes in your ability to do activities that were once part of your routine (reading, writing, enjoying some leisure
activity)?

35 and 36 are not specific, and “changes in capacity” are unclear.

Family and
social issues
(n = 15)

6 (40) Do you think you need to improve your relationships with your family?

Does your family need health support or health education about your condition?

Does it bother you that your family treats you as if you are not going to get better?

Has the information been given to the family (illness, treatment, and what to expect)?

Avoid asking double-barreled questions about the support of friends and others. The answer may be ambiguous.

(Continued)
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Table 3. (Continued.)

Domain Yes (%) Suggested questions

Do you feel that you do not have your family issues resolved?

Do you worry that your family will be left behind?

Would you prefer your illness to be a private matter?

Do you feel you are a burden on the family?

There is no good cohesion. In question 38, the main statement says: have you felt distressed or upset about … and
the question says, “are you worried about …”

In question 40, they are using singular and plural in the same sentence.

Treatment
issues (n = 14)

6 (43) Concerns about access to treatment, specialists?

Self-image, hair loss, breast loss?

Do you understand what your disease is about?

Do you understand what your illness is about?

Do you allow the use of invasive methods in your treatment (mechanical ventilation, resuscitation, etc.)?

Is it cost-effective to maintain treatment in the long/medium term?

Question 42 asks about distress, discomfort, and worry.

Personal issues
(n = 16)

5 (31) Leisure, play, free activities, whatever remains to be done occupationally until the end of life?

Access to pensions, treatment, administrative processes

Financial issues, as these in the Colombian context are important and generate stress and worry for the patient.

in reading comprehension are still high (Instituto de Estadística
de la UNESCO and Equipo del Informe de Seguimiento de la
Educación en el Mundo 2019; Smartic 2022). Even though most of
the Colombian population has now had at least primary education
(The World Bank 2022), in practice, many people have difficulties
understanding written text (Smartic 2022), and it is likely that this
understanding is more challenging in medical settings. These low
levels of (health) literacy skills are common in Colombia and most
of Latin America (Arrighi et al. 2021) and represent a big challenge
for self-administered questionnaire-based research. The common
solution is to apply instruments only to persons with good reading
skills, potentially leaving substantial parts of the population out of
the exercise. Neither the original SPARC nor the previous transla-
tions and validations of SPARC in South Korea and Poland ran into
these problems in their country settings.

The adaptation of SPARC-Sp to be self-administrable, especially
for personswho canhardly read orwrite, implies both formulations
of more formal and informal wording in the same item (e.g., “mal
de estómago” (having a bad stomach) in addition to the more for-
mal “gastric problems”), to facilitate people of low literacy. Other
solutions include offering SPARC-Sp as an audio-recorded option
for the questions. To deal with the perceived ambiguity for some
Spanish-speaking user in the four response categories, it was sug-
gested to use color-coded response levels from green to red. These
potential adaptations in the wording and administration format
would need to be further tested and calibrated to determine the
psychometric properties for future research.

Regarding the evaluation of content equivalence, all Colombian
persons involved in the evaluation considered that an instru-
ment aimed at measuring the holistic needs of patients with
chronic diseases needs to include a domain assessing the need
for help in navigating the administrative and other barriers in the
health-care system (Esteve and Gómez 2015; Uribe et al. 2019;

Vargas et al. 2016). Examples of administrative barriers are the
numerous procedures and authorizations required to access med-
ications, appointments, procedures, home support, etc. Patients
or their caregivers usually spend much time and energy on such
paperwork (Uribe et al. 2019). Other health-care system-related
barriers include poor clinical information transfer and commu-
nication difficulties between health-care providers, fragmentation
and instability of health networks leading to frequent changes
of attending physicians, long waiting times for many treatments,
insufficient supply of specialists and supplies, poor infrastructure,
lack of PC services in many parts of the country (Calvache et al.
2020; de Vries et al. 2018; Reid et al. 2021; Sánchez-Cárdenas
et al. 2021; Vargas et al. 2016), and sometimes high out-of-pocket
expenses (sometimes for treatment but also for time off work,
transportation, and housing to distant cities where they receive
attention) (de Vries et al. 2018, 2021; Garcia-Subirats et al. 2014).

Whereas a screening instrument like SPARC-Sp cannot cover
all these issues, it is important that health-care providers are aware
of the specific difficulties. In some circumstances, specific adjust-
ments in drug prescriptions or referrals to other services can help
solve some of these problems and establish a timely care plan
(Goswami 2021). In Colombia, some hospitals have specific social
workers to help solve the administrative barriers. Whereas some
of these difficulties are very specific to Colombian settings, others
may also exist in other countries, from low- to high-income (Abate
et al. 2023; Osman et al. 2018; Sedhom et al. 2021).

These two sets of adjustments aimed at serving a low-literacy
population and including a domain for health-care system-related
problems have so far not been identified in the other translation
and validation exercises performed with SPARC, but we suspect
they – or variations of them – could probably be relevant to other
populations as well. Colombia is not the only country with a high
proportion of low literacy population and health-care system issues
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Figure 2. Synthesis of domains and suggested aspects to be included in SPARC-Sp.

are present in low-, middle-, and high-income countries.Theymay
lead to adding an extra (optional) domain without altering the
structure of the original SPARC and SPARC-Sp domains, which
would preserve cross-language and cultural comparisons in the
future. Such a move could greatly enhance the ability to implement
SPARC-Sp in clinical practice in aColombian setting.These adjust-
ments are currently being considered as part of a web-based tool;
however, it is acknowledged that in itself, it would have the disad-
vantage of being only available in areas with reasonable internet
access, a requirement that in the mountainous and rural country
of Colombia cannot be fulfilled everywhere. Therefore, we envis-
age there will be both a paper-based and electronic version of
SPARC-Sp.

An instrument could not include all the aspects suggested by
the participants in the focus groups, would be too long to admin-
ister, and to provide holistic PC, and the level of detail expressed
by these participants would not fit into a screening instrument.
However, the information provided is relevant to understanding
the expectations of health-care teams regarding PC needs in our
population.
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