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Abstract

Background: Cancer is associated with trauma and stress which impacts the physical, psychological, and spiritual/existential
well-being of patients. Psychological/behavioral healing may help alleviate this distress and the associated health-related suffering.
Psycho-Social-Spiritual healing outcome measures are thus needed to stimulate service development. The NIH Healing Ex-
periences in All Life Stressors (NIH-HEALS), is a novel 35-item measure of psycho-social-spiritual healing, developed in USA and
is yet to be validated and adapted for use in African countries.

Objectives: This study aimed to assess the face and content validity of the NIH-HEALS in the population of cancer patients in
Uganda and to culturally adapt this measure.

Methods: Cross-sectional study using cognitive interviewing alongside standard piloting. We recruited adult (18 years and
above) patients with advanced cancer from Hospice Africa Uganda. Interviews were conducted in two phases, using the think
aloud technique and concurrent probing and were audio recorded. Phase | was used to identify initial concerns around clarity of
the statements, and phase 2 further explored whether the issues of clarity had been addressed, alongside the standard cognitive
interview parameters. The transcripts were imported into NVivo-12 analyzed using the content analysis technique and
categorized using Tourengeau’s information processing model.

Results: We recruited thirty-five (35) patients: phase one (n = 5) two (n = 30). The median completion time was 20 minutes.
Problems identified included comprehension of some statements, words, and phrases, suggestions to include local examples,
highlighting of potentially sensitive statements that lean towards difficult conversations, and some cultural differences in the
construction of the “Trust and Acceptance” construct, our sample showed less emphasis on family/friend relations. This
feedback was used to adapt the NIH-HEALS for the local context.

Conclusion: The NIH-HEALS has sufficient face and content validity properties to be used among palliative cancer patients in
Uganda. We propose some changes to inform the adaptation of this measure for the local context.
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Background

Cancer remains a leading cause of death in resource limited
settings, and according to the GLOBOCAN, globally there
were over 1,109,209 new cases and 71,1429 deaths in 2020."
Africa is projected to have the highest proportional increase
in the cancer cases and deaths globally.? The cancer care in
sub-Saharan African is characterized by late-stage presen-
tation, which limits the utility of curative options.’ In
Uganda, there are over 34,000 new cases of cancer per year
and 22,992 deaths.” The deaths are seen more rapidly among
older persons but also among the youth and middle-aged
population, partly because of the high prevalence of HIV,
which pre-disposes the affected to cancer.” Cancer is as-
sociated with multi-dimensional symptoms and concerns,
which are poorly managed in most African countries be-
cause of the late presentation, lack of services and other
health system challenges.® In addition, a cancer diagnosis
and its treatment are associated with trauma and stress and
pre-dispose patients to mental, spiritual, psycho-social
distress, and health-related suffering.” Psycho-social and
spiritual concerns have been notable in symptomatology
literature for cancer patients.® Some patients may encounter
psychological, social and spiritual positive changes re-
gardless of the disease outcome.’ This has been described as
Psycho-Social-Spiritual healing, which happens at the
psychological/behavioral level and positive life trans-
formance events of the outcome of the illness.'®'" Psycho-
Social-Spiritual healing may relieve patients from suffer-
ing” and may offer then an opportunity for growth and
meaning despite.” It is thus important that care providers are
trained to re-direct patients’ attention towards such po-
tentially useful resources in their illness journey. Screening
and identifying patients for spiritual/psycho-social healing
is also pivotal to the impeccable assessment of symptoms in
palliative care, to identify patients who are vulnerable to
mental and health distress and setting up mitigation plans to
avert these undesirable outcomes. To increase the uptake for
the best practice, of screening and measurement there is a
need for measures with sufficient psychometric properties
to inform such measurements. The NIH Healing Experi-
ences in All Life Stressors (NIH-HEALS), a 35-item
measure of Psycho-Social-Spiritual healing, is composed
of three factors: Connection, Reflection and Introspection,
and Trust and Acceptance.'” The NIH-HEALS was de-
veloped in USA,'? before use in other settings, it is im-
portant to assess its face and content validity and suitability
for use in other cultural settings. This is in line with the
COSMIN guidelines for improving the selection of out-
come measurements instruments in research and clinical
practice.'? This study therefore aimed to assess the face and
content validity of the NIH-HEALS measure in adult cancer
patients receiving palliative care and to undertake a cultural
adaptation for its use in Uganda.

Ethics

The study received ethical approval from the Hospice Africa
Uganda Research and Ethics Committee and the protocol was
registered with Uganda National Council for Science and
Technology (HS957ES). The study also received approval from
the National Institutes of Health. All patients gave written in-
formed consent. Patients were free to choose to be audio recorded
or not. Light refreshments were served during the interviews, and
patients were re-imbursed for their transport costs.

Methods

This was a cross-sectional qualitative study that used the
cognitive interviewing methodology, and our reporting is
aligned to the Consolidated criteria for reporting qualitative
research.'* The cognitive interviewing technique involves the
use of the thinking aloud and use of verbal probing techniques
to obtain information on the acceptability of a measure, the
interpretation of items, how the responses are formulated,'’
the comprehension and whether any key concepts have been
missed. It is a powerful technique for identifying the cause
and nature of response problems in measures, which im-
proves the quality of data collected.'® This may not be
achieved with the use of traditional interview methods.

The study was conducted at Hospice Africa Uganda, a
tertiary/specialist palliative care site in Uganda. The data
were collected from September 2020 to May 2021. We re-
cruited adult patients with advanced cancer, who had suffi-
cient cognitive ability to engage in the study and to give
informed consent.

Data Collection Tools

The NIH Healing Experiences in All Life Stressors. The NIH-
HEALS is a 35-item measure of psycho-social-spiritual heal-
ing. It is underpinned by a three-factor structure.

1. Connection—belief in and connection to a higher power,
religion, religious community, and family.

2. Reflection and Introspection—finding meaning, pur-
pose, gratitude and joy in nature, activities including
those that connect mind and body, interconnectedness,
present moment orientation, and an increased sense of
awareness about the fragility of life; and

3. Trust and Acceptance—accepting what is, feeling re-
solved, feeling at peace, and trusting that caregivers,
friends, and family will respond to needs as they arise.

The measure can be self-completed or read out aloud with
the respondent selecting the most suitable response option,
which relates to their pyschosocial/spiritual well-being. The
NIH-HEALS has been validated in the USA and high scores
for internal consistency were reported (Cronbach’s = .89)
suggesting good reliability.'” The measure also demonstrated
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good convergent and divergent validity properties with sta-
tistically significant correlations between the NIH-HEALS and
its three factors with similar measures, (i)the Healed factor of
the Self-Integration Scale (SIS), and (ii)Meaning, Peace, and
Faith factors of the Functional Assessment of Chronic Illness
Therapy-Spiritual Well-Being-12 Scale (FACIT-SP12)."” We
included an open-ended question “what does the term Psycho-
Social-Spiritual healing mean to you” to generate one data
about the conceptualization of the construct from the local
population.

Other Tools

Socio-demographic data were collected using a tailored
questionnaire. Data on clinical variables such as disease stage
and type of diagnosis were extracted from patients’ medical
records. To assess for cognitive performance, we used the
rapid dementia/cognitive ability scale assessment'® adapted
for cancer. This includes memory assessment and motor
movement assessment tasks. Using the cut off of less than or
equal to 10, the sensitivity and specificity for dementia with
the measure were 80% and 55%, respectively, in the Uganda
cohort. These cut offs were adopted for this study and patients
suspected to have any signs of dementia, based on this
measure were referred for further evaluation by the facility-
health workers.

We assessed function performance using the ECOG
(0-normal activity; 1-symptoms but nearly full ambulatory;
2-some bed time but needs to be in bed less than 50% of the
time of normal day time; 3-needs to be in bed more than 50%
of the time of normal day time; 4-unable to get out of bed."”
All measures were translated from the source language
(English) to the two target languages (Luganda and Run-
yakore—Rukiga) using the forward and backward method, "
followed by a reconciliation of the two versions. Any in-
consistencies were resolved through discussion and consul-
tation with the measure developers where appropriate.

Recruitment and Data Collection

The data were collected by two interviewers 1 male, 1 female
(EN and LM). LM is a theologian, philosopher, and psy-
chologist and EN is a palliative care specialist with training in
clinical psychology and spirituality. At the time of the study,
LM was a volunteer at the clinical site and EN was a re-
searcher, the latter was not known to patients a prior. The
interviewers were introduced to potential study participants
by the facility’s clinical teams, in a face-to-face interaction.
The interviewers subsequently briefed them about the goals
and procedures of study and sought their informed consent to
participate in the study and then consecutively recruited them
in the study. Patients were consecutively recruited from the
outpatient clinic, homebased care, or community outreaches
if they met the inclusion criteria. The interviews were con-
ducted in two phases; phase one was the pilot, preliminary

analysis from phase one was used to develop relevant nar-
rative to explain the meaning intent for each of the statements,
in the subsequent interviews.

The interviews were conducted using a structured topic
guide and the think aloud technique alongside the standard
piloting and probing methods.”” Interviews were conducted
in quiet locales, (in the patient counseling rooms, under tree
sheds, or sitting rooms) and were audio recorded. All patients
were seeing the measure for the first time. The interviewer
read aloud each question and patients were asked to provide a
response that most represented their status. They were then
asked to think aloud about their answers and what the
statement meant to them. The interviewers used concurrent
and spontaneous probing throughout the interview, to es-
tablish if any of the statement were unclear and if any of the
words or phrases were confusing. For situations where lack of
clarity was mentioned, the interview read aloud the meaning
intent and the patients were requested to rephrase the statement
in their own words to aid the re-phrasing to improve clarity.
The interviewers documented non-verbal behavior such as
hesitation, confusion, or long pauses. Upon completion of the
35 statements, patients were also asked if they felt any im-
portant content had been omitted, and the responses were
recorded. The patients were also asked to explain in their own
words what the term spiritual/psycho-social healing meant to
them. The responses were also recorded verbatim.

Data Management and Analysis

All interviews were transcribed verbatim, those that were
conducted in local languages were translated into English and
thereafter the transcripts were reviewed against the audio
recording by an expert in African languages, who was also
fluent in the respective language. Disagreements were re-
solved through discussion. The transcripts were imported into
Nvivo-12 for content analysis. The data analysis was con-
ducted by two members of the research team (EN and AB)
and it focused on identifying content and contextual problems
in the questionnaire, the response options and to identify
emerging themes in the definition of the construct of spiritual,
psycho-social healing. We tabulated all cognitive interview
data by item into a excel spread sheet. These were categorized
according to Tourangeau’s®' information processing model,
which includes interpretation comprehension and retrieval.
We convened a study team meeting to review the comments
for each of the NIH-HEALS items. Dialogue was used to
reach a consensus regarding what changes should be im-
plemented. The revised version of the NIH-HEALS was
shared with the research team and a sub-sample of twenty
study participants for further comments and was thereafter
finalized. To validate the factor structure of the NIH-HEALS,
the excerpts from the patients’ responses to the question,
“what does the term Psycho-Social-Spiritual healing mean to
you?” were analyzed using content analysis,”” followed by
mapping these themes reflected by the responses on to the
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Table I. Socio-Demographic Characteristics of the Study Participants.

Variable N(%)/Median and Range
Age in years Median 56

Range (21-86)
Number of dependents (includes adults and children) Median 05

Interview setting

Home
Health facility
Community outreach
Sex
Male
Female
Marital status
Married
Widowed
Separated/divorced
Single
Type of residence
Rural
Urban
Religious affiliation
Catholic
Anglican
Born-again
Muslim
Seventh day
Highest level of education
Primary
Secondary
Degree
Type of cancer
Cervix
Prostate
Breast
Karposis sarcoma
Myeloma
Leukemia
Head and neck
Presence of other co-morbidities
Yes
Type of co-morbidities
HIV
Hypertension
Diabetes
Epilepsy
Persistent deep vein thrombosis
Has a primary caregiver
Yes
ECOG functional performance score
0

I
2
3

Range (0-30)

05 (14.3%)
25(71.4%)
05 (14.3%)

18 (51.4%)
17(48.6%)

12(34.3%)
11(31.4%)
7(20%)
5(14.3%)

23(65.7%)
12(34.3%)

14(40.0%)
12(34.3%)
04(11.4%)
04(11.4%)
01(2.9%)

18 (51.4%)
13(37.1%)
04(11.4%)

10(28.6%)
10(28.6%)
06(17.1%)
03(8.6%)
02(5.7%)
02(5.7%)
01(2.8%)

15(42.8%)

8(53.3%)
4(26.7%)
1(6.7%)
1(6.7%)
1(6.7%)

27(77.1%)

0
9(25.7%)

10(28.6%)
11(31.4%)

(continued)
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Table 1. (continued)

Variable N(%)/Median and Range
4 05 (14.3%)
Disease stage
| 0
2 12(34.2%)
3 08(22.8%)
4 04(11.4%)
Unknown 11(31.4%)

Table 2. Problems with the NIH-HEALS as identified in Phase | of the Interviews (n = 5).

Comments

which helath proffesionals find
difficult to initiate and engage in

6ltem /statement number

| I am content with my life

Appearance and format

0/5

Comprehension difficulties with specific statements

Do you want to say | am happy about my
current
situation? [1/5]

Is it to say that | am happy with this adversity?
[1/5]

3 The connection with a higher power is important to What do you mean by higher power? [3/5]
me

12 | survive difficult circumstances because of a higher  The meaning of higher power is not clear [ 3/5]
power

26 | seek more of a connection in my relationships | do not understand the statement, give me

some
examples [1/5]
What do we mean here! [2/5]

Suggestion for including contextual examples

05 | enjoy activities that involve the body and mind such as
meditation, prayer, yoga, tai chi, chanting

14 My religious beliefs help me feel calm when faced with

difficult circumstances in life

33 Creative arts bring peace to my life

| think you should remove examples that do
not apply here, what is tai chi? [1/5]

| do not understand some of the examples,
why not add praise and worship? [1/5]

Why not add practices as well [1/5]

We need examples here, for example, music,
art, and
drama [ 3/5]

Figures in brackets refer to the number of interviews in which problem was identified out of total interviewed in first phase.

NIH-HEALS three factors.'? This mapping was done by one
member of the research team (EN) and a clinical psychol-
ogist, inconsistencies were resolved through discussion.

Results

Socio-Demographic Characteristics

A total of forty-five (45) patients were approached, two
declined and eight were excluded because they were too
weak to endure the study procedures, we thus completed
35 cognitive interviews, five in phase 1 and 30 in phase 2.
Most of the patients (71%) were interviewed at the

hospice premises. The median age was 56 years, about
half were male 18 (51%). The majority resided in rural
settings (67%), 77% reported having a primary caregiver,
and about half (51%) attained primary education. Ten
(28.6%) of the thirty-five participants had cancer of the
prostate and (28.6%) had cancer of the cervix. Other
details are presented in Table 1.

Findings from Phase One of the Interviews

The major themes related to comprehension of a few of the
statements, and a need to include some local examples, we
used probes to gather data to burden of completion and
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Table 3. Findings from the Second Phase of the Cognitive Interviews.

# Statement

Comments

Appearance and format of the questionnaire 0/30
Consider including some more phrases to
statements more inclusive
17 | get support from my religious community

Should include, religious, or spiritual communities maybe we should be more

inclusive, | get support from my religious community and believers of other religions and
spiritual groups. UG-18-202

18 My religious beliefs give me hope

Argument that this should not be just about religious beliefs but also spiritual and

cultural to accommodate diversity. (6/30)
It means to me that one has to rely on religious beliefs alone for hope, which is not true.
May be change to spiritual beliefs. UG-24-2021

23 | am not getting the support | need

Lack of clarity on what support is needed and whether all patients should get

support and from who? (12/30)

What support or support from who? You could expect support that you cannot get
because even those you expect to give you support don’t have it. UG-23-2021

I see people give me what they can because | cannot force anybody to give me what | want
even my own children. Ug-07-21

Difficult conversations

9  Working through thoughts about the possibility of
dying brought meaning to my life

Talking about the possibility of dying is a sensitive issue (3/30)
It is difficult working through thoughts about the possibility of dying because God hide the

secret of death from us, but it is a reality—UG-16-021
29 Working through my own grief has brought meaning Grief is a difficult thing, but we must face it with courage (3/30)

to my life

When you get problems, your life is taken back, you don’t progress. Having pity on

yourself is not good. When you have a lot of pity for yourself, God does not like it. You
should take everything as normal whether you have your needs or not, grief, accept and
move. When you cannot move forward in what you are doing, it affects your life. It is
not good. Support is needed for patients struggling with it. It is a good question. UG-30-

2020

Figures in brackets refer to the number of interviews in which problem was identified out of total interviewed in second phase.

experiences of the completion process, see Table 2 for
details.

Modifications Made

Based on the findings from the first five interviews, for
statements that were difficult to comprehend, we provided
some explanatory notes as part of the interviewer’s guide. The
term content was explained as “satisfied and happy with what
one is,” the term higher power was explained as the power
larger the self and may be God or gods or that other thing
larger than the self, which one believes in. Connection in
relationships was also accompanied with some explanatory
notes. We also considered the giving of local examples like
praise and worship for activities that involve the body and
mind and then music and plays for examples of creative arts.

Findings From the Second Phase of the
Cognitive Interviews

In the second phase of the interviews, patients appreciated the
minor modifications which helped them appreciate the meaning
intent and no further queries were raised. There were also some
concerns around the comprehension of some phrases in the

statements, for example, “the moment” to be qualified further as
follows “to be in the present moment.” In addition, more
concerns emerged with a need to include more phrases to make
the statements more inclusive, for example, religious beliefs to
be expanded to include spiritual and cultural beliefs, which may
matter to non-religious patients (Table 3).

Maodifications Made Following Phase 2 Interviews

Following the feedback from the interviews, it was agreed
that the term “support I need” should be qualified more to
give details on possible sources of support, for example,
community, family, or care providers. Religious beliefs were
expanded to include practices as advised by patients who
argued that hope comes from belief and practices. Three
patients noted that the statements about grief and possibility
of dying were difficult conversations, but part of the reality of
living with cancer. As such the NIH-HEALS users should be
adhere to sensivitiy when asking about these issues.

In addition, local examples were included for acts that
involve the body and mind for statement 5 for calrity.
Statement 33 was also revised to include this clause
“examples include ‘music, play, art, drama and theatre’”. The
revised NIH-HEAS is presented in Table 4.
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Table 4. The Modifications to the NIH-HEALS Following Feedback for the Cognitive Interviews.

Strongly Neither Agree or Strongly
Disagree Disagree Disagree Agree Agree
I. I am content with my life. [similar terms include satisfied and happy] | 2 3 4 5
2. | have a sense of purpose in my life | 2 3 4 5
3. The connection with a higher power is important to me. [A higher | 2 3 4 5
power could be God or gods or the larger than the self that you
believe in]
4. | gain awareness from self-reflection I 2 3 4 5
5. | enjoy activities that involve both mind/body such as meditation, I 2 3 4 5
[praise and worship], prayer, yoga, tai chi, chanting
6. | feel isolated I 2 3 4 5
7. | feel calm even though | am not in control of my situation I 2 3 4 5
8. | accept things that | cannot change | 2 3 4 5
9. Working through thoughts about the possibility of dying brought | 2 3 4 5
meaning to my life
10. Difficult circumstances in my life have increased my compassion | 2 3 4 5
towards others
I'1. | want to make the most of my life | 2 3 4 5
12. I survive difficult circumstances because of a higher power. [A higher | 2 3 4 5
power could be God or gods or the larger than the self that you
believe in]
13. My situation strengthened my connection to a higher power. [A | 2 3 4 5
higher power could be God or gods or the larger than the self that you
believe in]
Strongly Disagree Neither Agree or Agree Strongly
Disagree Disagree Agree
14. My religious/[spiritual] beliefs help me feel calm when faced with | 2 3 4 5
difficult circumstances in life
I5. My personal religious/[spiritual] practice is important to me | 2 3 4 5
|6. My participation in a religious/[spirituallcommunity is an important | 2 3 4 5
aspect of my life
I7. 1 get support from my religious/[spirituallcommunity | 2 3 4 5
18. My religious/[spiritual] beliefs [and practices] give me hope | 2 3 4 5
19. Doing something | am passionate about gives me purpose during | 2 3 4 5
difficult times (e.g., work, hobbies, volunteering, my religious
institution, reading groups)
20. | find meaning in helping others I 2 3 4 5
21. Connection with my family has become my highest priority I 2 3 4 5
22. Support from my family lifts my spirits, which gives me hope during | 2 3 4 5
difficult times in life
23. | am not getting the support | need [from my community/family/ | 2 3 4 5
friends]
24. | am confident that my medical caregivers will respond to my needs | 2 3 4 5
Strongly Disagree Neither Agree or Agree Strongly
Disagree Disagree Agree
25. My friends provide the support | need during difficult times I 2 3 4 5
26. | seek more of a connection in my relationships I 2 3 4 5
27. | take more time to be in the [present] moment | 2 3 4 5
28. My experience with multiple losses has made it hard to be hopeful | 2 3 4 5
during difficult times (such as death, divorce, competency, and physical
disability)
29. Working through my own grief has brought meaning to my life | 2 3 4 5
30. | have a sense of peace in my life I 2 3 4 5
31. | have an increased sense of gratitude I 2 3 4 5
32. Being surrounded by nature is meaningful | 2 3 4 5

(continued)
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Table 4. (continued)

Strongly Neither Agree or Strongly
Disagree Disagree Disagree Agree Agree
33. Creative arts bring peace to my life. [such as music, drama, art, or | 2 3 4 5
theatre]
34. Life challenges interfere with activities that are important to me | 2 3 4 5
35. Life challenges raised my desire to be more positive | 2 3 4 5

The modifications/adaptations are in square brackets.

Experiences on using the NIH-HEALS

We noted that the statements on “Connection, Reflection”
took patients more time to think about and process the an-
swers. One respondent noted that one needed to search their
inner world, think, reflect, and then respond. Otherwise,
patients appreciated the experience and none of them was
distressed by the content or procedures.

R: You’re coming, and this interview has encouraged me. UG-
16-2021

The respondents noted that the statements in the NIH-
HEALS were closely related to their situations, for example,
the connection to a higher power is important to me, the three
patients spontaneously noted that the higher power was a
great source of strength, since they received the bad news.

“Oh, he (God) is the most important thing, everything else is
slipping away” UG-01-2020

Also, on reading statement seven—I enjoy activities that
involve both mind and body such as mediation, prayer, yoga, tai
chi, and chanting. The respondent noted that the statement
strengthens her, “even though I have a disability God considers
me among the normal people or even more.” UG-22-2021

We also noted some motivations behind their responses,
for example, in responding to the statement “I am content
with my life “two patients were quick to point out that there is
nothing like contentment with the accident of this diagnosis,
but out of acceptance of what is, one gains contentment with
the current state of life.

When asked about any potentially useful content that
should be added, only one respondent suggested including
some phrases gratitude to God and people patients interact
with. None of the statements was considered irrelevant.

I: For the time we have been talking, is there a question that has
been inappropriate or irrelevant?

R: No. All the questions have been good, they are educative and
informative UG-31-2021

The scale was rated as appropriate and clear and all re-
spondents could differentiate between the response option of

strongly disagree, disagree, neither agree or disagree, agree,
and strongly agree.

Mapping of the NIH-HEALS on to The Patient
Description of Spiritual/Psycho-social Healing

Having mapped all the patient descriptions of the term
spiritual/psycho-social healing on to the NIH-HEALS fac-
tors, (i) Connection—belief in and connection to a higher
power, religion, religious community, and family; (ii) Re-
flection and Introspection—finding meaning, purpose, grat-
itude and joy in nature, activities including those that connect
mind and body, interconnectedness, present moment orien-
tation, and an increased sense of awareness about the fragility
of life; and (iii) Trust and Acceptance—accepting what is,
feeling resolved, feeling at peace, and trusting that caregivers,
friends, and family will respond to needs as they arise. we
confirmed cross-cultural equivalence of the construct as the
themes mapped on to the factors, we however noted scant
mention of friends, family and caregivers under the Trust and
Acceptance factor. We also noted that to some patients
healing means physical cure or change of illness status (see
Supplementary file 1 for details).

Discussion

We aimed to assess the face and content validity properties of
the NIH-HEALS and culturally adapt the measure for the
Ugandan context using the cognitive interview and standard
piloting methods. The cognitive interview approach is pow-
erful for establishing the nature and any root cause of problems
with items or statements in a given measure.”’ We preferred to
use the think aloud and probe methods as retrospective
questioning is associated with recall bias, which occurs when
patients have difficulty recalling the thinking process at the
point, they gave their responses.

The study participants noted that the measure’s content
was relevant, and of the 35 items, 5 were difficult to com-
prehend, but considered relevant. As such explanatory notes
were added as recommended by the participants, making
these items easier to comprehend. This input further justifies
the need to engage and involve patients in research which
shapes the care they receive, a practice which is gaining
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increasing attention in palliative care.”” The cognitive in-
terview approach was useful for identifying issues with the
NIH-HEALS measure for spiritual and psycho-social healing,
which may be missed by traditional piloting. This is espe-
cially important in self-report measures where users must be
able to understand the meaning intent of each of the questions
before the self-rating.**

The measure’s response scale was rated appropriate, as
patients could distinguish between the various response op-
tions. This could be explained by the long time use of Likert
scales in palliative care settings to measure palliative care
outcomes.”” The median time for completion of the NIH-
HEALS was 20 minutes, which is slightly longer than the
commonly used 10—15 minutes,”® and as such a shorter version
of the NIH-HEALS should also be considered for situations
where quick integration within clinical care is required. It has
been noted that time required for completion can be a barrier to
integration of measures within routine clinical care, hence, the
need for a shorter version.”’

Our findings further highlight the theme of difficult con-
versations, for example, the statements on possibility of dying
and grief were highlighted as sensitive topics by three of the
study participants. This finding lends credence to the evidence
base on difficult conversations in palliative care.”® Conversa-
tions about death and dying or even accepting the terminal
nature of terminal illnesses is a taboo in most African cultures.”
Many patients and families prefer to keep hope for physical
cure alive. This has also been cited as a barrier to the initiation
of advance care planning in palliative care in Africa. The need
to train health workers on how to break bad news and how to
engage in difficult conversations has been emphasized in
palliative care®® and this finding reinforces this desired practice.

The use of cognitive interviewing further highlighted the
importance of taking a broader view on spiritual/existential
care, which goes beyond religion to include, meaning, beliefs,
purpose, relationship with self and others and nature.>' Mis-
interpreting religion for spirituality may result into failure to
meet the needs of patients and families who may not neces-
sarily be religious but have spiritual/existential concerns, re-
sulting into spiritual/existential distress which negatively
impacts on patient and family quality of life.*?

On the side of the factor structure of measure, the patient
themes on spiritual/psycho-social healing, mapped on to the
NIH-HEALS three factor structure, proving evidence for
construct equivalence. We, however, noted that in the African
context, the theme on family, friends, and caregivers under
factor 3 (trust and acceptance) were not commonly men-
tioned, possibly because African patients commonly live with
communities and families during the illness,*® making them
part of the social network, and thus this may lean more to-
wards the social domain of well-being. This is further sup-
ported by the fact that over 70% reported having a primary
caregiver. We also noted that for several patients healing
meant physical cure or changes of illness status, which links
into the domain of normalcy. This can only be achieved if

they learn to get on with life as it is, feel normal in the new
normal.** Given that shorter measures are preferred in pal-
liative care,”” considering an open-ended question may be
preferred to adding more statements to the measure.

Based on the findings, we note that the NIH-HEALS has
sufficient face and content properties and with the minor
adaptations, it can be used for assessing spiritual/psycho-social
healing in cancer palliative patients in Uganda. Assessing
Psycho-Social-Spiritual healing is now recognized as an im-
portant outcome of palliative care and if delivered appropriated
it can contribute to the best practice of delivering person-
centered care to patients living with cancer. This field is ex-
panding and is being increasingly recognized as part of the
quality of care improvement framework.*® As such this re-
search contributes to building the evidence base for measuring
outcomes in palliative care as a pathway to stimulating the
development of person-centered care.’” More so, such inter-
views may be therapeutic and may facilitate further self-
reflection and introspection, which may be an easy pathway
to empower patients to identify new perspectives and partic-
ipate in their psysho-social and spiritual healing. Further
studies to explore its appropriateness in African settings which
are different from Uganda are warranted to further assess the
face and content properties and hence appropriateness for use
within those settings Africa. We also recommend further
studies in African settings to examine other psychometric
properties of the NIH-HEALS using quantitative approaches.

This study has some limitations, palliative care should be
provided based on need and many other conditions can benefit
from the services to alleviate health-related suffering,*® how-
ever, this study only focused on patients with cancer, further
studies in other populations are thus recommended.
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