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Abstract: Disability is a complex and multidimensional fact. It is estimated that there are 200 million
intellectually disabled persons around the world. In Turkey, it was founded that 2.530.376 individiual’s
disability. They exhibit risky health behaviours more frequently depending on the condition of their
disability. Although they are more intensely in need for healthcare services to maintain and improve their
health, they have a lower levels of access to the services. They have lower quality of life and a shorter
lifetime due to disorders. Development of health literacy is one of the basic strategies to be utilized so that
disabled persons can maintain and improve their health. This research aimed to review the studies conducted
on health literacy among mildly intellectually disabled persons between 1990 and 2020. The research was
carried out on 19 studies meeting the criteria that were set based on the mixed-methods literature review.
When the studies are examined; the four studies were prepared in an experimental design, two studies were
prepared in a descriptive design, and the others (n = 12) were found to be prepared as theoretical discussion
or review. In the studies, the perception of self-management, health promotion, health service delivery and
access to services, drug use and oral health of individuals with intellectual disabilities were investigated.
Emphasis is placed on access to services and the comprehensibility of health-related information in all of the
studies included in this study on health literacy in individuals with intellectual disabilities. The number of
studies to strengthen the target groups in the decision-making process is quite limited. Based on the results of
the studies, some suggestions have been made to improve the health literacy of intellectual disabled
individuals.

Structured Abstract: Disability is a complex and multidimensional fact (WHO, 2011). It can occur due to
factors that emerge before, during or after birth. One can have disability on a mild to very severe level. Type
and level of disability is an important determinant of health literacy level. Hence, the research was limited to
the studies conducted on mildly intellectually disabled individuals. Intellectually disabled individuals exhibit
risky behaviors more than their peers due to their disability. They suffer from obesity more frequently than
normal persons (Australian Institute of Health and Welfare, 2010 as cited in. WHO, 2011). In terms of
smoking (%30.50-%21.70), physical immobility (%22.40-%11.90), and obesity (%31.20-%19.60)
intellectually disabled individuals are more at risk than their non-disabled peers (%630.50-%21.70, %22.40-
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%11.90, and %31.20-%19.60, respectively) (Rimmer & Rowland, 2008). Furthermore, while immune system
does not differ by the condition of intellectual disability, intellectually disabled individiuals benefit from
screening and preventive healthcare services less frequently (Disability Rights Commission, 2006 as cited in
WHO, 2011). It is observed that they need to utilize healthcare services more than normal individuals but
receive fewer of these services.

They have a worse general health condition than normal individuals. Whereas 80% of normal
individuals report their health levels to be good or very good, 21% of intellectually disabled individuals
report so. 6% of normal individuals have regarded their health as poor while 42% of disabled persons have
reported their health to be poor (United Nations International Children’s Emergency Fund [UNICEF], 2019).
Basic treatment needs for oral health are not met among 41% of disabled persons (Desai, Messer & Calache,
2001).

Disabled persons start to suffer from accidents (Ho et al., 2019), oral motor health problems such as
dental problems, fractures, depression, pain, musculoskeletal deformities, sensory losses, and dysphagia
earlier in life (Geukes, Bruland & Latteck, 2018). Such problems can occur independently from or in
company of another disorder (UNICEF, 2019). Thus, intellectually disabled individuals have shorter life
expectancy and lower quality of life depending on their disorders compared to normal individuals (Chesney,
Goodwin & Fazel, 2014; Haveman et al., 2011). As a reflection of the widely-accepted misbelief that
disabled persons do not need their health to be improved and do not need to be protected from diseases,
possible risks turn into health problems more rapidly (WHO, 2011). They have problems in accessing
healthcare services, and therefore, their health needs are not sufficiently met (Akbulut, 2015; Burton &
Phipss, 2009).

Primary reasons why disabled persons cannot utilize healthcare services adequately include the fact
that they do not know where and how to receive such services (WHO, 2011). Due to poor literacy skills and
communication and cognitive limitations, they have difficulty consulting the healthcare information,
acquiring the information and using that information (Emerson & Hatton, 2014; Geukes, Broder & Latteck,
2019; WHO, 2011). Low health status, differentiating care and service needs, disadvantage in accessing the
service, and limitations in using the health resources make them a special group in the presentation of
healthcare service.

It is important for individuals to understand, follow up and implement health-related information in
making decisions about their own health. This context can be outlined with individual’s health literacy level.
Development of health literacy among such a differentiated group as intellectually disabled individuals can
ensure that they are protected them from certain risky behaviors, diseases are presented and their access to
healthcare services increases, and they benefit from healthcare services in a more qualified manner. Their
health and quality of life can be improved in this way. This study was conducted to put forth a point of view
in understanding the importance of health literacy among intellectually disabled individuals. The general
purpose of the study was to examine current research on health literacy of mildly intellectually disabled
(MID) individuals to conclude a synthesis based on the literature review. Under this general purpose, the
following research questions were answered in an attempt.

1-  Within which subjects has health literacy of MID individuals been investigated?

2- How have barriers to the improvement of MID individuals’ health within the scope of their health
literacy and to their health literacy been discussed?

Method
Research Design

The mixed-methods literature review method was preferred in this study. In this method, qualitative,
quantitative and mixed tier-one studies are collected, evaluated and synthesized to reach a conclusion
(Heyvaert, Maes and Onghena, 2013). Research, policy document, implementation, and reviews of different
disciplines can be examined in the light of research questions with this method. According to Arksey and
O’Malley (2005), the mixed-methods literature review has four main objectives: The first one is to determine
the nature, relations, prevalence, frequency of relevant concepts and other concepts associated with them.
The second one is to decide whether the concepts are worth of a considerable systematic analysis. The third
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one is to summarize research findings and combine the results to generalize them. The fourth one is to
explore the gaps in the current literature. This study attempts to achieve the last two objectives.

Protocol and process of literature review

The study was started by deciding the date range within which the data collection would take place,
the date range of the studies to be included in the review; responsible persons for data collection; and
databases to be examined for data collection and keywords to be used in data collection. The study data were
collected between February 1 and April 30, 2020. Reviews were performed on the databases that involve
studies in different disciplines such as education, psychology, healthcare services (medicine, health
management, nursing services).

The databases that were utilized in the research included Cumulative Index to Nursing and Allied
Health Literature (CINAHL), Educational Resources Information Centre (ERIC), Proquest dissertation,
PsycINFO, PubMED, Scopus, ULAKBIM, CoHE Thesis Center, and Web of Science which involve studies
in different disciplines such as education, psychology, healthcare services (medicine, health management,
nursing services). Keywords “zihinsel engelliler ve saglik okuryazarligi, zihinsel engellilerde saglik
okuryazarlig” in Turkish and their English equivalents were searched on ULAKBIM and CoHE Thesis
Center while the English equivalents which are “intellectual disabilities and health literacy, health literacy
with intellectual disabilities” were searched on other databases. Keywords were determined based on the
literature review.

No additional limitations such as methodology, sample size, research design and/or peer review
(theses, policy documents, conference presentations) were applied during the review. Two researchers
independently performed the reviews under the abovementioned protocol. 1468 studies that meet the
keywords in the databases were found at the end of the review. Following the elimination of repeating studies
in multiple databases, 523 studies remained. Next, abstracts of these studies were utilized to choose the ones
that meet the inclusion criteria. The selection process continued until an agreement was achieved between the
researchers. The inclusion criteria for the studies to be analyzed were accessibility as a full text in Turkish or
English, coherence between title and content (whether the study was conducted with MID individuals and the
content addressed the subject of health literacy), and a scientific language used in the text. Newsworthy
studies that have been published in the magazine press and legislation texts were considered as 2 non-
research criterion. It was decided to analyze the full text of 19 studies in total.

“Snowball sampling” was utilized to increase the number of studies, therefore expanding the study.
To that end, the references given in the 19 studies were checked for inclusion in this research. However, no
additional study that meet the inclusion criteria of this research was detected.

Data analysis

A three-stage process was employed in the data analysis. In the first stage, articles meeting the
inclusion criteria were respectively written on a table created by the researchers. In the second stage, the
studies were categorized by titles. In the third stage, the studies were discussed in an inductive approach in
consideration of the research questions. During these procedures, agreement was achieved between the
researchers, and no disagreed study was observed. Main data on the studies and the table involving the
research abstract are given below.

Results
Characteristics of the studies

It was observed that four of studies were conducted experimental studies (Bergstrom et al., 2013,
2014; Cardol et al., 2012; Feldman et al., 2016). Two of studies were performed descriptive design (Kuijken
et al., 2020; Ningrum et al., 2020). Other studies are theoretical discussions or review papers. While Marks,
Sisirak and Hsieh (2008) prepared their study as a conference proceeding, other studies were published in
peer-reviewed journals.

Cardol et al. (2012) investigated the subject from the perspective of disabled persons while other
studies addressed the views of healthcare professionals. Ningrum et al. (2020) took oral and dental health as
the subject whereas others handled other subjects about health. The studies discussed the subjects of
communication (Boadrman et al., 2014; Geukes et al., 2018; Marks, Sisirak & Hsieh, 2008), perceived self-
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management among diabetic ID persons (Cardol et al., 2012; MacRae et al., 2015), improvement of health
(Bergstrom et al., 2013, 2014; Chinn, 2014, 2019; Feldman et al., 2016; Kuijken et al., 2020; Marks &
Sisirak, 2017; Scott & Havercamp, 2016), presentation of healthcare service and access to the service (Chinn
& Homeyard, 2017; Gray et al., 2018; Mastebroek, 2014), use of medicine (Flood & Hennman, 2015), and
oral health (Ningrum et al., 2020).

Development of health literacy

Development of health literacy supports more participation in making health-related decisions
(Bergstrom, 2013; Boardman et al., 2014; Chinn, 2019; Kuijken et al., 2020; Marks, Sisirak & Hsieh, 2008)
and taking the self-responsibility (Cardol et al., 2012; Flood & Hennman, 2015). It is also important in
accessing to information and comprehending the accessed information (Cardol et al., 2012; Chinn, 2019;
Geukes et al., 2018; Gray, 2018) and receiving adequate information (Bergstrom et al., 2013; Feldman et al.,
2016; Flood & Hennman, 2015; Kuijken et al., 2020). MID persons do not have the adequate knowledge on
health and have difficulty understanding the information provided to them (Bergstrom et al., 2013; Boardman
et al., 2014; Feldman et al., 2016; Flood & Hennman, 2015; Geukes, 2018; Gray, 2018; Markks & Sisirak,
2017; Ningrum et al., 2020). Thus, it can be argued that they need a more specific approach from healthcare
personnel.

It has been concluded in the studies regarding the communication skills of healthcare personnel that
these skills need to be improved in employees who are to provide service to this group (Boardman et al.,
2014; Geukes et al., 2018; Gray, 2018; Kuijken et al., 2020; Marks, Sisirak & Hsieh, 2008). There is a need
to increase readability/understandability of health information, which can be considered within health
communication, by disabled persons (Chinn, 2014, 2019; Chinn & Homeyard, 2017). Competences in
medicine usage of ID persons were discussed in one study within the scope of health literacy (Flood &
Hennman, 2015). Ningrum et al. (2020) state that oral and dental health is adversely affected by lower levels
of health literacy and that precautions for maintaining the oral health are utilized less frequently.

Barriers to health literacy

Barriers experienced by ID individuals in making decisions about their own health without using
their health knowledge have been mentioned in five different papers. It has been argued that barriers to health
literacy can be mitigated through environmental and attitude-related factors and improvement of competence
in defending oneself (Chinn & Homeyard, 2017; Flood & Hennman, 2015; Scott & Havercamp, 2016). These
barriers can be overcome with the help of professionals and care personnel working in the presentation of
healthcare (Flood & Hennman, 2015; Marks & Sisirak, 2017; Mastebroek et al. 2014) and/or educators who
teach health information courses (Marks & Sisirak, 2017). It can be inferred from the abovementioned
research findings that developments in access to healthcare, communication and knowledge levels would
enhance health literacy and individuals can have improved participation in decision-making processes about
their own health.

Discussion and Conclusion

ID individuals exhibit certain risky behaviors that decrease quality of life, pave the way for chronic
disease and pose death risk at early ages more frequently. Given their poor competence in acquiring and
using information due to their cognitive levels, one can argue that this is a special group with differentiating
needs. It can be ensured by improving their health literacy that they take responsibility for their own health. It
was aimed with this research based on the mixed-methods literature review to determine the current situation
of health literacy among ID persons and to draw conclusions.

A remarkable progress is observed in favor of ID individuals in the literature on health literacy
within the context of comparisons between normal and ID persons. However, it is also seen that there are
substantial gaps in the literature on ID persons and more studies are required (Geukes et al., 2018). Aside
from scientific studies, policy-maker organizations in health and education such as WHO and UNICEF have
conducted studies on maintaining and improving the health of disabled persons. Articles and theses were
reviewed to capture a picture of studies that had been performed in health literacy among ID individuals in
Turkey. Screenings on the title accessed 72 studies in CoHE Thesis Center performed between 2011 and
2019. 92 studies performed between 2014 and 2020 were found in ULAKBIM. It is seen that studies on
health literacy have started relatively recently in Turkey. However, none of the studies focused on ID
individuals.
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Taking studies of both international and national literatures into account, different subjects, target
groups, environments, and methods of implementation were utilized. However, there is no agreed concept
and/or standardized measure in regard to health literacy in these studies. In other words, studies were
conducted with different conceptual frameworks and measures. This limits the generalizability of the study
results (Mackert, Champlin, Su & Guadagno, 2015). This problem also applies to the study results regarding
the 1D persons.

In a limited number of studies examining health literacy among ID individuals, data were collected
directly from the disabled persons. Certain conclusions were drawn from the data based on external
observation which were collected from families, care personnel, and healthcare personnel. However, it was
found in certain studies performed with healthcare personnel (e.g. Geukes et al., 2018; Gray, 2018; Kuijken
et al., 2020) that healthcare personnel had limited knowledge on this group, or the studies conducted with
families concluded them to have limited knowledge on health literacy (Akbulut, 2015). This is an important
obstacle before the reliability of measurement results. Individual participation is the prerequisite for
improvement of self-management skills in health-related matters. It is therefore of importance to collect data
directly from ID persons rather than from third parties. Hence, studies that focus directly on ID persons in
data collection like the one performed by Cardol et al. (2012) are needed to achieve more reliable results.

According to Shiyko, Rim and Grimm (2012), subgroups from which the data are collected may
form different sets of values compared to the general mean. Thus, the group from which the data are
collected needs to be homogenous. One of the main assumptions in the studies examining health literacy
among ID persons is that this group have differentiating health resources and needs. Mistakes made in
interviews with these individuals differ from the mistakes made in interviews with normally developed
individuals (Heal & Sigelman, 1995). In measurements to be performed about health literacy levels of ID
persons, instruments need to be developed in consideration of the characteristics of the target group. Given
the fact that there are 200 million ID persons around the world (Geukes, Broder & Latteck, 2019), the
significance of this need is even more clear.

Two different reports on the health status of disabled individuals published by international
organizations state that ID individuals have low health status and this leads to reduced participation in
physical activities (UNICEF, 2019; WHO, 2011). Results in parallel with these findings were found in four
of the studies included in this mixed-methods literature review (Bergstrom et al., 2013; Geukes, Bruland &
Latteck, 2018; Kaijken et al., 2020; Marks & Sisirak, 2017). Level of participation in physical activities
affect maintenance and improvement of health (Allen, Dodd, Taylor, McBurney & Larkin, 2004; Diaz, 2019;
Durstine et al., 2000; Fragala-Pinkham, Haley, Goodgold, 2006; Geukes, Bruland & Latteck, 2018; Rimmer,
Heller, Wang & Valerio, 2004; Rimmer & Rowland, 2008). Access to health-related information and its
comprehensibility have a positive impact on self-directed decision-making process in improving individual’s
health (Geukes, Broder & Latteck, 2019). In the light of these findings, one can say based on the limitations
of ID individuals in their language and reading skills that optimization of the health-related information
according to their levels will increase their participation in the self-directed decision-making process, which
will scale up their participation in physical activities in supportive environments. Furthermore, physical
activities should be included in institutional educations to maintain and improve the health of ID individuals.

ID individuals start to suffer from age-related diseases earlier or they experience additional health
problems compared to their peer groups. Their treatment periods are longer, and relevant healthcare costs are
relatively higher (Mitra, Palmer, Kim, Month & Groce, 2017). Nevertheless, they have shorter mean life
expectancy and lower quality of life (UNICEF, 2019; WHO, 2011). With health education practices aiming
to enhance health literacy, such individuals can be taught to improve their health, protect themselves from
contagious diseases, take precautions against accidents and develop skills to learn how to live with chronic
diseases in a self-directed approach. To that end, there is a great need for a focus on the improvement of
health literacy in individual education as well as institutional education. Success of health education practices
depend on the content knowledge of healthcare professionals who will provide these educations as well as on
their competence in and sensitivity about ID individuals. It can be accordingly recommended to increase
competences of individuals who will work with ID individuals.

Education to be provided to healthcare and care professionals for improving the attitudes,
knowledge and skills of healthcare providers should include required information on disability. Participation
of the disabled persons in such education as instructors can ensure the transformation of knowledge and
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attitudes. Education on health preservation and role-model peer support will give disabled persons
opportunity to improve their health status in a self-directed manner for maintaining their own health more
successfully.

All of the studies involving health literacy among ID individuals emphasized access to healthcare
services and the understandability of health-related information. There are very few studies on empowering
the target groups in decision-making process (see, Chinn, 2014; Flood & Hennman, 2015; Marks, Sisirak &
Hsieh, 2008; Geukes et al., 2018). Health literacy is a concept with individual and environmental aspects.
However, studies involving ID have mainly investigated the individual aspect of health. Given the social
aspect of health, it is possible to say that there is a need for examining this subject as a field of study for
public health policies and for developing such policies.

Two different reports on the health levels of disabled individuals published by international
organizations state that ID individuals have low health status and this leads to reduced participation in
physical activities (UNICEF, 2019; WHO, 2011). Results in parallel with these findings were found in four
of the studies included in this mixed-methods literature review (Bergstrom et al., 2013; Geukes, Bruland &
Latteck, 2018; Kaijken et al., 2020; Marks & Sisirak, 2017). Level of participation in physical activities
affect maintenance and improvement of health (Allen, Dodd, Taylor, McBurney & Larkin, 2004; Diaz, 2019;
Durstine et al., 2000; Fragala-Pinkham, Haley, Goodgold, 2006; Geukes, Bruland & Latteck, 2018; Rimmer,
Heller, Wang & Valerio, 2004; Rimmer & Rowland, 2008). The prerequisite of individual’s participation in
physical activities is optimum health that will enable them to perform the activities. Thus, both variables
appear to create a multidimensional effect through each other.

Physical activities can be performed individually or within the scope of formal education. Education
with physical activity content is provided to MID students of grade one to three 4 hours a week and of grade
four for 1 hour a week in the “Physical Exercise and Game” course. In secondary school, the class hours are
down to 2 a week (Milli Egitim Bakanligi, 2013). Normally developing students take this course 5 hours a
week in grades one to three and 2 hours a week in grade four (Talim ve Terbiye Kurulu Bagkanligi, 2018).
Considering the scientific studies above, it can be argued that there is a need for increasing the duration of
courses with physical activities that are provided to disabled students in formal education.

Access to health-related information and its understandability have a positive impact on self-directed
decision-making process in improving individual’s health (Geukes, Broder & Latteck, 2019). Given the
limitations to ID persons’ language and reading skills, the health-related information needs to be optimized
for their level of comprehension when accessing the information. This is the best way possible for ID persons
to improve their self-regulated decision making. To that end, number of visuals used in sources providing
health-related information can be increased; number of messages relayed within a text and possibly
distractive elements in the texts can be limited; and texts can be written on a simpler and more
comprehensible level.

Keywords: Health management, mild intellectual disability, health literacy, improvement of health,
health education, access to health care.

Oz: Engel, karmasik ve cok boyutlu bir gercektir. Diinya genelinde iki yiiz milyon zihinsel engelli birey
oldugu tahmin edilmektedir. Tirkiye’de ise 2.530.376 engelli birey oldugu saptanmistir. Bireyler, engel
durumuna bagl olarak riskli saglik davraniglarini daha sik sergilemektedir. Engelli bireyler, sagliklarini
koruma ve gelistirme i¢in saglik hizmetlerine daha yogun ihtiya¢ duymalarina ragmen, hizmete erisimleri
daha diistik diizeydedir. Hastaliklara bagli olarak genel yasam kaliteleri diisiik ve ortalama yasam siireleri de
daha kisadir. Saglik okuryazarliginin gelistirilmesi engelli bireylerin sagliklarin1 koruma ve gelistirme i¢in
bagvurulabilecek temel stratejilerden birisidir. Bu arastirmanin genel amact hafif diizeyde zihinsel engelli
bireylerde saglik okuryazarligi konusunda 1990-2020 yillar1 arasinda gerceklestirilmis olan caligmalarin
incelenmesidir. Arastirma, karma yontem literatiir taramasina dayali olarak belirlenen 0lgiitlere uyan toplam
19 calisma kapsaminda siirdiriilmiigtiir. Caligmalar incelendiginde; dort calisma deneysel desende, iki
¢alisma betimsel desende, digerleri (n=12) ise teorik tartisma veya derleme tiirtinde hazirlandig1 saptanmustir.
Calismalarda zihinsel engelli bireylerin 6z yonetim algisi, sagligi gelistirme, saglik hizmet sunumu ve
hizmete erisim, ila¢ kullanimi ve agiz sagligi konular incelenmistir. Zihinsel engelli bireylerde saglik
okuryazarligi konusunda hazirlanan bu arastirmaya dahil edilen ¢aligmalarin tamaminda, hizmete erisim ve
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saglikla ilgili bilgilerin anlasilabilirligi vurgusu yer almaktadir. Hedef gruplarin karar verme siirecinde
giiclendirilmesine yonelik ¢aligma sayist ise oldukg¢a siirlidir. Calisma sonuglarindan yola ¢ikarak zihinsel
engelli bireylerin saglik okuryazarliklarinin gelistirilmesi i¢in birtakim neriler getirilmistir.

Anahtar Kelimeler: Saglik yonetimi, hafif diizeyde zihinsel engel, saglik egitimi, saglik hizmetlerine erigim,
saglik okuryazarligi, sagligi gelistirme.

Giris

Diinya Saglik Orgiitiine gére engel karmasik ve cok boyutlu bir gergektir (World Health
Organization [WHOY], 2011). Fetal alkol sendromu gibi dogum 6ncesi, dogumun geg¢ ve gii¢ olmasi
gibi dogum an1 veya yaralanma/ kaza, enfeksiyon hastalik gibi dogum sonrasi birtakim etmenlere
bagli olarak ortaya g¢ikabilmektedir. Engel bazi insanlar i¢in dogumdan sonra baglayan ve yasam
boyu siiren bir gercek iken, bir baskasi i¢in edinilmis olabilir. Hafiften agira farkli diizeylerde
ortaya ¢ikabilir. Engelin tiir ve diizeyi saglik okuryazarlik diizeyi lizerinde 6nemli bir belirleyicidir.
Bu nedenle, bu galisma hafif diizeyde zihinsel engelli (HDZE) bireyler ile ilgili yapilmis ¢alismalar
ile sinirlandirilmustr.

Engelli bireyler, engellerine bagl olarak sigara igme, hareketsiz bir yasam siirme gibi bir
takim riskli davranislar1 akranlarindan daha fazla sergilemektedirler. Avustralya’da gergeklestirilen
15-64 yas araligindaki engelli bireyleri kapsayan bir ¢alismada, asir1 kilo veya obezlik engellilerde
(%48) normal bireylerden (%39) yiiksek ¢ikmistir (Australian Institute of Health and Welfare,
2010, akt. WHO, 2011). Amerika Birlesik Devletlerinde gergeklestirilen bir arastirmada da riskli
davraniglar arasinda yer alan sigara i¢me, fiziksel hareketsizlik ve obezlik boyutu ile engelli olanlar
ile engelli olmayan bireyler karsilagtirilmistir. Arastirmanin sonuncuda sigara i¢me, fiziksel
hareketsizlik ve obezite boyutu ile engelli olan bireyler (%30.50, %22.40 ve 31.20), engelli
olmayan akranlarindan (%21.70, %11.90 ve %19.60) ii¢ boyutta da daha fazla riskli davranig
sergiledikleri belirlenmistir (Rimmer & Rowland, 2008).

Engelli bireylerin, genel saglik diizeyleri normal bireylerden daha kotii diizeydedir. Saglik
alaninda siirdiiriilen temel bir ¢alismada engelli bireylerin saglik durumu normal bireyler ile
Tiirkiye’nin de dahil oldugu 43 iilke verileri goz oniinde bulundurularak karsilagtirilmistir.
Arastirma sonucu genel olarak engelliler aleyhine bir durum ortaya ¢iktig1 belirlenmistir. Normal
bireylerin %80°1 saglik diizeylerini iyi veya ¢ok iyi olarak nitelendirirken, sadece %6’s1 kot olarak
belirtmistir. Engellilerde ise bu oranlar sirast ile %21 ve %42’dir (United Nations International
Children’s Emergency Fund [UNICEF], 2019). Engelli bireyler; kazalar (Ho vd., 2019), dis
problemleri, kiriklar, depresyon, agri, kas-iskelet deformiteleri, duyusal kayiplar veya yutma
giicliigli gibi oral-motor saglik problemlerini daha erken yillardan itibaren yasamaya
baglamaktadirlar (Geukes, Bruland & Latteck, 2018). Bu problemler bir bagka hastaliktan bagimsiz
olarak veya bir bagka hastaliga eslik ederek ortaya ¢ikabilmektedir (UNICEF, 2019). Dolayisiyla,
hastaliklara bagl olarak zihinsel engelli bireylerin goreceli olarak ortalama yasam beklentileri daha
diisiik ve yasam kaliteleri daha kotii durumdadir (Chesney, Goodwin & Fazel, 2014; Haveman vd.,
2011). Engelli bireylerin sagligin1 gelistirmeye ve hastaliklardan korunmaya gereksinimi olmadigi
yoniindeki genel kabul goren yanlis inanisin bir yansimasi olarak olasi risklerin birer saglik
problemine dontismesi hizlanmaktadir (WHO, 2013). Oysa, fiziksel etkinlikler engelli bireylerin
sagliklarin1 koruma ve gelistirmelerine yardimci olmakta (Allen, Dodd, Taylor, McBurney &
Larkin, 2004; Diaz, 2019; Durstine vd., 2000; Fragala-Pinkham, Haley & Goodgold, 2006; Geukes,
Bruland & Latteck, 2018; Rimmer, Heller, Wang & Valerio, 2004) ve onlarin akran iliskilerini
gelistirmektedir (Thomson vd., 2020).

Insanlarin bagisikhik sistemi, engel durumuna gore anlamli olarak farklilasmamaktadir.
Fakat, engelli olan bireyler koruyucu saglik hizmetleri kapsaminda yer alan tarama ve Onleyici
hizmetlere daha diisiik diizeyde dahil edilmektedir. Ingiltere’de yapilmis bir arastirmada diabet
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hastasi olan zihinsel engelliler (ZE) ile sadece diabet hastalig1 olan bireyler karsilastirildiginda, ZE
olan bireylerin kilo takibinin akranlarina gore daha az yapildigi saptanmistir (Disability Rights
Commission, 2006, akt. WHO, 2011). Avrupa, Avustralya, Amerika, Yeni Zelanda ve Cin’deki
aragtirma sonuglarimin derlendigi 49.096 ZE bireyin verilerini iceren bir bagka ¢aligmada da diyabet
hastalig1 ortalama gelisim seyrinde olan bireylere kiyasla daha yiliksek diizeyde ortaya ciktigi
raporlanmistir (MacRae vd., 2015). Engelli bireyler saglik hizmetlerine erisimde de sorunlar
yasamaktadirlar ve buna bagli olarak saglik gereksinimleri yeterince karsilanamamaktadir
(Akbulut, 2015; Burton & Phipss, 2009). Erisimin 6niindeki engeller gevresel, yapisal veya siiregler
kapsaminda ti¢ farkli bi¢imde ortaya ¢ikabilmektedir. UNICEF tarafindan 37 iilke verilerinin dahil
edildigi “Engel ve Gelisim (Disability and Development)” isimli arastirma raporunun sonuglarina
gore, saglik hizmetlerine ihtiya¢ duyan engelli bireyler (%13) normal bireylere (%4) gore 3 kat
daha fazla hizmetlere ulasmada sorunlar yasamaktadirlar. DSO’niin 2011 yilinda yaymladig
“Diinya Engellilik Raporunda (World Report on Disability)” aktarildigi tizere, 2002-2004 yil
Diinya Saglik Arastirmasi sonuglarina gore, yatarak ve/veya ayakta tedavi alma ile hizmete ihtiyag
duymasina ragmen hizmete ulasamadig1 i¢in engelli bireylerin akranlarindan anlamli olarak daha
diisiik diizeyde hizmet aldig1 saptanmustir. Isvigre’de yapilan bir baska calismada da kanser hastasi
olan yasli ZE bireylerin %31°i hastaneye diizenli olarak gelirken, normal akranlarinda bu oran
%51°dir (Segertland, Axmon & Ahistrom, 2020) ve kanser olarak kabul edilen 6liim riski ise
akranlarindan 8 kat daha yiiksektir (Reppermund, Srasuebkul, Dean & Trollor, 2019). Ayrica,
engelli bireylerin %64’ liniin is terapisi, konusma terapisi gibi rehabilitasyon hizmetleri altinda yer
alan hizmetlere erisemedigi (WHO, 2011), %41’inin ise basit agiz sagligina iliskin tedavi
ihtiyaglarinin karsilanmadigi saptanmistir (Desai, Messer & Calache, 2001).

Engelli bireylerin saglik hizmetlerinden yeterince yararlanamamasinin baslica nedenleri
arasinda, saglik hizmetlerini nerede ve nasil alacagini bilmemeleri yer almaktadir. ZE bireyler
okuma-yazma becerileri ile iletisimsel ve bilissel sinirliliklarina bagli olarak saglik bilgilerine
basvurma, bilgi edinme ve edindigi bilgiyi kullanma yeterlilikleri disiiktiir (Emerson & Hatton,
2014; Geukes, Broder & Latteck, 2019). Farklilasan bakim ve hizmet ihtiyaclari, saglik statiilerinin
diisiik olmasi, hizmete erisimde dezavantajli bir grup olmalar1 ve saglik kaynaklarini kullanmada
sinirhiliklart onlart saglik hizmeti alaninda 6zellikli bir grup haline getirmektedir.

Bireylerin saglikla ilgili bilgileri anlamasi, bilgi kanallarini takip etmesi ve edindigi
bilgileri uygulamasi kendi sagligi ile ilgili 6z kararlar almasinda 6nemlidir. Bireyin saglig ile ilgili
0z kararlar almasi ise saglik okuryazarlik kavrami ile agiklanmaktadir. S6z konusu kavram,
“Okuryazarlikla baglantili, insanlarin saglik durumlariyla ilgili olarak giinliik yasamlarinda kararlar
alma, yasam kalitelerini arttirmak/ siirdiirmek i¢in sagliklarmni gelistirme ve hastaliklart 6nleme
amactyla gerekli saglik bilgisine erisme, anlama, deger bigcme ve bilgiyi kullanmay1 saglayacak
bilgi, motivasyon ve yeterlilik” olarak tanimlanabilir (Sorensen vd., 2012).

Saglik okuryazarliginin agiklanmasinda farkli tanim ve modeller ortaya atilmistir.
Bunlardan en yaygin olarak kullanilani Nutbeam’in {iglii modelidir. Nutbeam (2000) saglik
okuryazarligin1 kismen bilgiye dayali ve egitimle gelistirilebilir bir olgu olarak dikkate almistir. En
diisiik saglik okuryazarlik diizeyi, temel egitim ile ogretilebilir olan temel/ fonksiyonel diizeydir.
Bu asamada saglik bilgilerini okuma, yazma ve anlama yeterlilikleri yer almaktadir. Bir tist
diizeyde olan iletisimsel/ katilimci1 diizeyde ise birey c¢evresel destek ile bireysel becerilerini
gelistirebilir. En iist diizey ise elestirel saglik okuryazarlik diizeyidir. Bu asamada, birey i¢
Motivasyonu ve 6zgiivenli olarak bilgiyi bagimsiz olarak eriserek kullanir (Nutbeam, 2000).

ZE bireyler gibi ihtiyaglar1 farklilasmis bir grubun saglik okuryazarliginin gelistirilmesi;
onlarm bir takim riskli davranislardan korunmasi, hastaliklarin 6nlenmesi ve saglik hizmetlerine
erisimlerinin artmast ve saglik hizmetlerinden daha nitelikli olarak yararlanmalarin1 saglayabilir.
Boylece de onlarin sagliklarim1 koruma ve gelistirmesini saglayarak, saglik bakim maliyetlerinin
diismesine, ortalama Omiirlerinin artmasina ve genel yasam kalitelerinin yiikselmesine yardimci
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olabilirr. Bu c¢alisma ZE bireylerin saglik okuryazarliginin gelistirilmesinde farkindalik
olusturulmas1 amaci ile siirdiiriilmiistiir. Calismanin genel amaci HDZE saglik okuryazarligi
lizerine yapilmis gilincel arastirmalarin incelenerek bir senteze ulagilmasidir. Bu genel amag
kapsaminda su arastirma sorularina yanit aranmaistir:

1. HDZE bireylerin saglik okuryazarligi hangi konular kapsaminda incelenmistir?

2. HDZE bireylerin saglik okuryazarliklari kapsaminda sagliklarinin gelistirilmesi ve
saglik okuryazarliklarinin 6niindeki engeller nasil tartisilmigtir?

Yontem
Arastirma Yéontemi

Bu ¢alismada karma yontem literatiir taramasi yontemi (mixed-method literature review)
tercih edilmistir. Bu yontemde literatiirdeki nitel, nicel ve karma birincil diizeyindeki galismalar
toplanir, degerlendirilir ve sentezlenerek bir sonuca ulasilir (Heyvaert, Maes & Onghena, 2013).
Arksey ve O’Malley’e (2005) gore karma yoOntem literatlir taramasima dayali hazirlanan
calismalarin dort temel amaci vardir. Bunlardan ilki ilgili kavramlarin dogasi, iliskisi, yayginligi,
siklig1 ve kavramla iligkili diger kavramlarm belirlenmesidir. Tkincisi ise kayda deger bir sistematik
analiz yapmaya deger olup olmadigmma karar verilmesidir. Ugiinciisii, arastirma bulgularinin
Ozetlenmesi ve sonuglarin birlestirilerek yayginlastirilmasina yardimei olunmasidir. Dérdiinciisii
ise mevcut alan yazindaki bosluklarin ortaya ¢ikarilmasidir. Bu ¢alisma, son iki hedefe hizmet
etmektedir.

Bu yontemde farkli disiplinlerdeki arastirma, politika belgesi, uygulama ve derleme
calismalar1 arastirma sorulari kapsaminda birlikte incelenebilmektedir. Bu ¢alismada Heyvaert,
Maes ve Onghena (2013) tarafinda 6nerilen asamalarin her birisine yer verilmistir:

Q) Problem durumunun belirlenmesi ve arastirma sorularinin olusturulmasi
(i) Makale degerlendirme protokoliiniin olusturulmasi ve literatiir taramasi
(ili)  Uygun tasarim ve metodoloji segimi

(iv)  Uygun calismalarin belirlenmesi ve degerlendirme

(V) Verilerin analizi ve yorumlama

(vi) Bulgularinin raporlanmasi ve tartisma.

Literatiir tarama protokolii ve siireci

Arastirma kapsaminda veri toplama isleminin gerceklestirilecegi tarih araligi, hangi tarihler
arasinda gerceklestirilmis calismalarin aragtirmaya dahil edilecegi, veri toplama siirecinin
sorumlulari, veri toplama i¢in incelenecek veri tabanlarinin ve veri toplama siirecinde kullanilacak
olan anahtar kelimelerin belirlenmesi ile baslanir. Calisma verileri, 01 Subat — 30 Nisan 2020
tarihleri arasinda toplanmistir. Arastirma kapsaminda egitim, psikoloji, saglik hizmetleri (tip, saglik
yoOnetimi, hemsirelik hizmetleri) gibi farkli disiplin alanlarindaki ¢alismalar1 iceren Cumulative
Index to Nursing and Allied Health Literature (CINAHL), Educational Resources Information
Centre (ERIC), Proquest dissertation, PsycINFO, PubMED, Scopus, ULAKBIM, YOK Tez
merkezi ve Web of Science veri tabanlarinda siirdiiriilmiistiir. ULAKBIM ve YOK Tez merkezinde
Tiirkge ve Ingilizce “Zihinsel engelliler ve saghk okuryazarhgi, zihinsel engellilerde saglik
okuryazarlig1”, diger veri tabanlarinda ise terimin sadece Ingilizce karsiliklar1 (Intellectual
disabilities and health literacy, health literacy with intellectual disabilities) yazilarak taramalar
gerceklestirilmistir. Anahtar kelimeler, alan yazin taramasi dikkate alinarak belirlenmistir.

Saglik okuryazarligi kavrami ilk defa 1974 yilinda S.K. Simonds tarafindan Health
Education as Social Policy adli kitapta kullanilmistir. Saglik diizeyi ile saglik okuryazarligi
arasindaki iliskinin énemi DSO tarafindan 1990’11 yillardan sonra vurgulanmistir (Akalin, 2012).
Bu nedenle bu ¢alisma 1990-2020 yillart arasindaki birincil kaynak caligmalart kapsayacak bigimde
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sinirlandirilmistir. Ancak, tarama yapilirken calismalarda kullanilan metodoloji, drneklem sayisi,
aragtirma tasarimi ve/veya hakem degerlendirmesi (tezler, politika belgeleri, konferans sunulari)
gibi ilave bir sinirlandirmaya gidilmemistir.

Iki arastirmaci birbirinden bagimsiz olarak, yukarida belirlenmis protokole gre taramalari
gergeklestirmistir. Taramalar sonucu, veri tabaninda anahtar sdzciiklere uyan 1468 calisma oldugu
saptanmistir. Farkli veri tabanlarinda yer alan miikerrer ¢aligmalar elendikten sonra 523 caligma
kalmigtir. Daha sonra bu makalelerin 6zet bdliimlerinden yararlanilarak dahil edilme kriterine
uyanlar secilmistir. Calismaya dahil edileceklerin se¢imi ig¢in arastirmacilar fikir birligi varana
kadar tartismaya devam etmistir. Caligmalardan uygun olanlara karar verilmesi asamasina ise
caligmalarm uygunluk &lgiitii olarak; Tiirkge veya Ingilizce tam metin olarak erisilebilir olmasi,
baslig1 ile igeriginin tutarliligi (¢alismanin HDZE bireyler ile siirdiiriilmiis olmasi ve igeriginde
saglik okuryazarligi konusuna deginilmesi) ve bilimsel bir dille yazilmig olmasi olarak
belirlenmistir. Haber niteligi tasiyan medyada yayinlanmis olan ¢aligmalar, mevzuat metinleri ise
arastirma harici kriter olarak g6z Oniinde bulundurulmustur. S6z konusu olgiitlere uygun 19
calismanin tam metin analizinin yapilmasi kararina varilmistir.

Calismalarin sayisinin artirilip bu arastirmanin genisletilebilmesi i¢in “kartopu arastirma
yontemi” kullanilmistir. Bunun iginde, belirlenen 19 ¢alismanin kaynak boélimiinde belirtilen
referanslarin, hazirlanan bu calismaya dahil edilebilirligi kontrol edilmistir. Ancak, bu kapsamda
yapilan incelemede bu arastirmadaki se¢im Olgiitlerine uygun ilave bir ¢alismaya ulagilamamaistir.
Siirecin isleyisine iligkin akis diyagrami agagida verilmistir.

*Veri tabanlarindan bagimsiz iki aragtirmacinin

Literatiir taramasi
tarama y apmast.

Kayitlardauzlag: olusturulmas *Caligmalarin detayl1 olarak incelenmesi i¢in tek
birklasérde birlestirilmesi.

Calismalarin uygunlugunakarar * Analizlere dahil edilecek ¢aligmalarin
verme belirlenmesi.

» Caligma sonuglarmin analiz edilmesi/ incelenmesi
ve sonu¢larin sentezlenerek tartigilmasi.

Analiz ve raporlama

Sekil 1. Calismanin Siirdiiriilmesine iliskin Akis Diyagramu.

Verilerin analizi

Calismada veri analizinde {ic asamali bir analiz siireci izlenmistir. ilk asamada,
aragtirmacilar tarafindan olusturulan bir tabloya se¢im Olgiitlerine uygun olan makaleler sirasiyla
yazilmistir. Tkinci asamada, genel bir bakis agis1 olusturmast igin calismalar konu basliklarina gére
kategorize edilmistir. Ugiincii asamada, ¢alismalar arastirma sorular1 gz oniinde bulundurularak
timevarimsal bir yaklasimla tartisilmistir. Bu islemler esnasinda arastirmacilar arasinda goriis
birligi saglanmis, goriis ayriligi olan ¢alisma ortaya ¢ikmamistir. Calismalara iliskin temel veriler
ve arastirmanin Ozetinin yer aldig1 tablo asagida yer almaktadir.
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Tablo 1: Arastirmaya Iliskin Temel Bilgiler Ve Ozet Sonugclar”

Arastirmacilar

Yaymn
yili

Ozet bilgiler

Marks, Sisirak
ve Hesieh

2008

Konferans bildirisi: ZE bireylerin nitelikli yaslanmasinda saglik okuryazarhigi,
sagligr gelistirme ve saglik hizmetleri programlarinin 6nemi tartisilmistir. Giinliik
yasamda karsilagilan saglik ile ilgili bilgilerin ZE bireyler tarafindan
anlagilmadigindan dolayi iletisime odaklanilmasi geregi vurgulanmistir.

Cardol vd.

2012

Miidahale: Diabet hastasi olan ZE bireylerin 6z yonetim algilar incelenmistir.
Diabette, gida alimi ve gida tercihleri Sl¢iilii bir yaklasim sergilenmemesi s6z
konusudur. Katilimcilarin  higbirisi  hasta oldugunu diisiinmemekte ve
hastaliklarina iliskin bilgi eksikligi vardir. Hasta-saglik personeli iletisimi ¢ok
zayif oldugu ortaya ¢ikmigtir (n=17).

Bergstrom vd.

2013

Miidahale: Diet ve fiziksel etkinliklerin gelistirilmesi igin {i¢ bilesenli bir
miidahale yaklagimi gergeklestirilmistir. Sonuglarin  degerlendirilmesi igin
pedometre, beden-kitle indeks Olgiimii, diet yapma, bel c¢evresi Olgiimii,
memnuniyet ve is rutinleri goz oniinde bulundurulmustur. Evde kalanlar ve
bakim verenlerden toplanan veriler ile kiimeleme analizi yapilmistir. Yedi
degiskenin ikisinin anlamli oldugu belirlenmistir (n=130).

Bergstrom vd.

2014

Miidahale: Bu ¢aligmanin amact, hafif veya orta derecede ZE yetiskinlerin saglik
egitimiyle ilgili aldigiderslerin  uygulayama aktarilmasindakikarsilastiklari
engeller ve kolaylastiricilarin neler olabilecegi arastirilmistir. Calisma nitel
desende tasarlanmistir (n=83).

Boardman vd.

2014

Teorik tartisma: Psikiyatrisler ile HDZE bireyler iletisimi incelenmistir. HDZE
bireylerin servisleri daha etkili kullanabilmeleri igin psikiyatristlerin aktif olarak
dinlemesi ve agiklamalarim kisisellestirilmis olarak yapmasi 6nerilmistir.

Chinn

2014

Teorik tartisma: Nutbeam’a gore ZE bireyler i¢in saglik okuryazarlig ii¢ bilesenli
bir kavramdir. ZE bireylerin iigiincii diizey bilesen olan elestirel diizeydeki saglik
okuryazarhigima eriserek giiclendirilmesi ve Oz-kararlar almasi i¢in firsatlar
olusturulmasi 6nerilmektedir.

Mastebroek vd.

2014

Derleme: ZE bireylere sunulan genel saglik bakim uygulama kalitesi artigt igin
saglik bilgisinin dnemi tartisilmustir.

Flood ve
Hennman

2015

Vaka tartismasi: Diabeti olan ZE bireylerin ilag kullanimina iliskin bir takim
problemlerl tartisilmigitr. Bunlardan belli baghlari, ZE bireyin diigiik saglk
okuryazarligina bagli olarak 6z bakim sorumlulugu alma ve insiliiniin dozuna ve
zamanina uygun kullanimi olarak siralanmistir. Tek denekten goriisme ile veri
toplanmustir.

MacRae vd.

2015

Derleme: ZE bireylerin diyabet prevalansi, durumlari ve tedavileri ile ilgili
deneyimleri ve bakicilarinin deneyimleri tartisilmistir. Calismada, ZE bireylerde
diyabet prevelansinin daha yiiksek diizeyde oldugu, bakicilarin bu konuda
bilgilerinin eksik oldugu buna bagli olarak da ZE bireylerin diyabette 6z
sorumluluk almalarini saglayamadiklar: sonucuna ulasilmistir.

Feldman vd.

2016

Miidahale: ZE bireyler genis bir aralikta bir takim saglik problemleri
yasamaktadirlar. Saglik egitiminin, ZE bireylerin saglik bilgisi tizerindeki etkisi
incelenmistir. Saglik bilgi diizeyi, saglik egitimine bagl olarak deney grubunda
anlaml olarak yiikseldigi gozlenmistir (deney 12, kontrol grubu 10 kisi).

Scott ve
Havercamp

2016

Derleme: ZE bireyler ortalama gelisim seyrinde olan bireylere goére kronik
hastaliklara daha yiiksek diizeyde yakalanmaktadir ve saglik statiileri daha koti
diizeydedir. Bu calismada, ZE bireylerde davranis degisiklige odaklanan sagligi
gelistirme programlari derlenmistir.

Chinn ve
Homeyard

2017

Derleme: Saglikla ilgili bilgi, bilgiye erisim, bilgiyi anlama ve saglik okur-
yazarlig1 arasindaki iliskiye genel bir bakis acis1 getirilmistir.

Marks ve
Sisirak

2017

Teorik tartisma: ZE bireylerin fiziksel aktivitelerinin hemsire ve bakim personeli
tarafinda desteklenmesi i¢in duyulan ihtiya¢ tanimlanmstir. ZE bireyler, smirh
becerisi ve dar kapsamda bilgisi bulunmaktadir. Caligmada, yeterli iletigimin
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o6nemi vurgulanmustir.

Geukes vd. 2018 | Derleme: ZE bireylerde saglik okuryazarligi igerikli ¢alismalar incelenmistir.
Calismada, ZE 6zgii bir saglik hizmeti sunumunun geregi ve bu bireylerle ¢alisan
personelin iletisim becerilerinin giiclendirilmesinin geregi vurgulanmustir.

Gray vd. 2018 | Teorik tartisma: Saglikla ilgili bilgiler kisiler i¢in erisilebilir ve anlasilabilir
olmalidir. ZE bireyler yiiksek risk grubu olmalarina ragmen bagirsak kanseri
taramalarina daha az katilma egilimindedir. Hemsirelerin, ZE’lilerin tarama
programlarina dahil olmasi i¢in 6nemli rolleri vardir.

Chinn 2019 | Betimsel: Tematik analiz yontemiyle hazirlanan bu g¢aligmada, ZE bireylere
yonelik hazirlanan saglk bilgilerinin kolay okunabilir olmasima ilisgkin kurum
uygulamalari tartisilmistir.

Kuijken vd. 2020 | Betimsel: ZE bireylerin sagligi, fiziksel etkinlikler ve beslenmelerinde rol alan
bireylerin katilim1 ile gelisebilir. Bu kapsamda sorumluluk alan paydaglar ile
yapilan goriismelerde 47 farkli 6ncelikli konu belirlenmistir.

Ningrum vd. 2020 | Betimsel: Caligmada ZE bireylerin klinik olarak agiz ve dis sagligi durumu, agiz
ve dis saghigmi koruma davramslart ve tedavi ihtiyaclari degerlendirilmistir

(n=95).
Latteck ve | 2020 | Teorik tartisma: ZE bireylerde saglik okuryazarligina iliskin kavramsal ¢ergeve
Bruland olusturulmasi amaglanmistir. Ancak, calismada bilissel, iletisimsel ve
okuryazarlik boyutu ile ortak bir kavramsal cerceve olusturulamadigi
belirtilmistir.

*Caligmalar kronolojik olarak siralanmustir.
Bulgular
Calismalarin ozellikleri

Tablo 1°de yer alan calismalar incelendiginde; dort calismanin deneysel desende
siirdiiriildiigii belirlenmistir (Bergstrom vd., 2013, 2014; Cardol vd., 2012; Feldman vd., 2016). Iki
calisma ise betimsel desende hazirlanmistir (Kuijken vd., 2020; Ningrum vd., 2020). Diger
caligmalar (n=12) ise teorik tartisma veya derleme tiiriindedir. Marks, Sisirak ve Hsieh’in (2008)
caligmas1 konferans bildirisi olarak hazirlanmis iken, digerleri hakem siirecinden gegerek hakemli
bir dergide yaymlanmastir.

Cardol ve digerleri (2012) calismasinda engelli bireylerin bakis agisiyla konu incelenmis
iken, digerlerinde saglik profesyonellerinin goriislerine yer verilmistir. Calismalarda; iletisim
(Boadrman vd., 2014; Geukes vd., 2018; Marks, Sisirak & Hsieh, 2008), diabet hastasi olan ZE
bireylerin 6z yonetim algis1 (Cardol vd., 2012; MacRae vd., 2015), saghig: gelistirme (Bergstrom
vd., 2013, 2014; Chinn, 2014, 2019; Feldman vd., 2016; Kuijken vd., 2020; Marks & Sisirak, 2017,
Scott & Havercamp, 2016), saglik hizmet sunumu ve hizmete erisim (Chinn & Homeyard, 2017;
Gray vd., 2018; Mastebroek, 2014), ilag kullanim1 (Flood & Hennman, 2015) ve agiz ve dis saglig
(Ningrum vd., 2020) konular1 islenmistir.

Saghk okuryazarliginin gelistirilmesi

Saglik okuryazarligmin gelistirilmesi, saglikla ilgili kararlara daha fazla katilim saglamay1
(Bergstrom, 2013; Boardman vd., 2014; Chinn, 2019; Kuijken vd., 2020; Marks, Sisirak & Hsieh,
2008), saglik bilgilerini yonetmeyi ve bilgiye dayali kararlar almay1 (Latteck & Bruland, 2020) ve
0z sorumluluk almay1 desteklemektedir (Cardol vd., 2012; Flood & Hennman, 2015; MacRae vd.,
2015). Bunun i¢in bilgiye erisim ve erisilen bilginin anlasilabilirligi (Cardol vd., 2012; Chinn,
2019; Geukes vd., 2018; Gray, 2018) ile yeterli diizeyde bilgi alabilmek (Bergstrom vd., 2013;
Feldman vd., 2016; Flood & Hennman, 2015; Kuijken vd., 2020) énemlidir. Ancak, HDZE bireyler
saglikla ilgili yeterli bilgiye sahip degildir ve kendilerine verilen bilgiyi anlamakta giicliik yasarlar
(Bergstrom vd., 2013; Boardman vd., 2014; Feldman vd., 2016; Flood & Hennman, 2015; Geukes,
2018; Gray, 2018; Markks & Sisirak, 2017; Ningrum vd., 2020). Dolayisiyla, saglik personelinin
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bireysellestirilmis  bir iletisim siirdiirme gibi 6zellikli yaklasimina daha fazla ihtiyag
duymaktadirlar.

Saglik personelinin iletisim becerileriyle ilgili ¢aligmalarda ise sdz konusu gruba hizmet
sunacak calisanlarda bu becerilerin gelistirilmesine ihtiyag oldugu sonucuna ulagilmigtir
(Boardman vd., 2014; Geukes vd., 2018; Gray, 2018; Kuijken vd., 2020; Marks, Sisirak & Hsieh,
2008). Saglik iletisimi kapsaminda da simiflandirilabilecek olan saglik bilgilerinin engelli bireyler
tarafindan okunabilirliginin/ anlasilabilirliginin artirilmasina ihtiya¢ duyulmaktadir (Chinn, 2014,
2019; Chinn & Homeyard, 2017). Ayrica okuma-yazma yeterliliklerinin gelistirilmesi, saglik
hizmetlerini deneyimlemeye firsat verilmesi ve sagligiyla ilgili konularda 6z-kararlar alabilme
yeterliliklerinin de artiritlmasi 6nerilmektedir (Marks, Sisirak & Hsieh, 2008; Geukes vd., 2018).

ZE bireylerin ilag kullanimina iliskin yeterlilikler ise bir ¢aligmada tartisiimistir (Flood &
Hennman, 2015). Vaka ¢alismasi olarak siirdiiriilmiis olan ¢aligmada, diabeti olan ZE bireylerin
ilag kullanimina iliskin bir takim sorunlarla karsi karsiya olduklari raporlanmigtir. Diisiik saglik
okuryazarlik diizeyinin 6z-bakim sorumlulugu alma, insiiliin kullanimin dozunu ayarlama ve
insiilini zamania kullanma kararma varma yeterliliklerini olumsuz etkiledigi belirtilmistir.
Ningrum ve digerleri ise (2020) saglik okuryazarlik diizeyinin diisiik olmasina bagli olarak agiz ve
dis sagliginin olumsuz etkilendigini, agiz sagligini1 korumaya ydnelik bir takim 6nlemlere daha az
basvuruldugunu raporlamistir.

Saghk okuryazarligin oniindeki engeller

ZE bireylerin saglik bilgilerini kullanma, sagliklariyla ilgili 6z kararlar alma siirecinde
karsilastiklar1 engelleri bes farkli makalede tartigilmistir. Saglik okuryazarliginin Oniindeki
engeller, ¢evresel ve tutuma bagl faktorler ve kendini savunabilme yeterliliginin gelistirilmesi ile
azalabilecegi 6ne siiriilmiistiir (Chinn & Homeyard, 2017; Flood & Hennman, 2015; Scott &
Havercamp, 2016). Bu engeller ise saglik hizmet sunumunda yer alan profesyonellerin, bakim
veren personelin (Flood & Hennman, 2015; Marks & Sisirak, 2017; Mastebroek vd. 2014) ve/ veya
saglik egitimi derslerini veren egitimcilerin destegiyle iistesinden gelebilecegi Oneri olarak
sunulmustur (Marks & Sisirak, 2017). S6z konusu arastirma sonuglarindan hizmete erisim, iletisim
ve bilgi diizeyindeki gelismeler ile saglik okuryazarliginin artacagi ve bireylerin kendi saglig ile
ilgili karar alma siire¢lerine katiliminin gelisebilecegi yorumuna ulasiimistir.

Tartisma Ve Sonuc¢

ZE bireyler biligsel ve iletisimsel smnirliliklarindan dolay: saglikla ilgili bilgiyi edinme ve
kullanma yeterlilikleri dusiiktiir. Ortalama Omiir ve yasam Kkalitelerinin diismesine zemin
hazirlayan, saglik hizmet talep ve maliyetini artiran bir takim riskli davranislar1 goreceli olarak
daha fazla sergilemektedirler. Bu etmenlerin birlikte degerlendirildiginde, saglik hizmet
sunumunda 6zellikli bir grup oldugu yorumuna varilabilir. Bu olumsuz tablonun azaltilabilmesi
icin s6z konusu bireylerin saglik okuryazarliklarinin gelistirilmesi 6nemli bir stratejik yaklasim
olarak 6ne c¢ikmaktadir. Bu karma metot literatiir taramasina dayali arastirmada ZE bireylerin
saglik okuryazarligiyla ilgili mevcut durumunun belirlenmesi, calisma sonuglarindan bir takim
¢ikarimlara varilmasi amaglanmustir.

Saglik okuryazarligiyla ilgili alan yazan ortalama gelisim seyrinde olan bireyler ve ZE’ler
baglaminda karsilastirildiginda, ZE lehine c¢alismalarin &zellikle son 20 yil igerisinde ivme
kazandig1 goriilmektedir. Ancak, ZE bireylere yonelik alan yazinda ciddi bosluklar oldugu, daha
fazla caligma yapilmasina ihtiya¢ duyuldugu goriilmektedir (Geukes vd., 2018). Bilimsel ¢alismalar
yam sira, DSO ve UNICEF gibi saglik ve egitim alaninda politika yapan kurumlarda engelli
bireylerin sagliklarinin korunma ve gelistirilmesine yonelik bir takim ¢aligmalar gergeklestirmistir.
DSO’niin 2013 yilindaki 6zel giindemi sonrast “Health Literacy: The solid facts (Saghk
Okuryazarligi: Kesin gercekler)” isimli rapor yaymlanmis (WHO, 2013), devaminda da 2030
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Siirdiiriilebilir Gelisim Ajandasi igin Sangay Deklarasyon giindeme alinmistir (WHO, 2016). Bu
deklarasyonda, saglik okuryazarligi ZE bireylerin saghigini gelistirmede stratejik bir yaklagim
olarak benimsenmistir. Avrupa Birligi bolgesinde de saglik okuryazarliginin gelistirilmesi amaciyla
2010 yilinda “Health Literacy Europe” isimli bir platform kurulmustur. Dolayisiyla, saglik
okuryazarligina iliskin 2010 y1li sonrasinda farkindalik ¢alismalari artirilmustir.

Tiirkiye’de, ZE bireylerde saglik okuryazarligi alaninda yapilan c¢alismalarin belirlenmesi
amaciyla makaleler ve tez galigmalari incelenmistir. Baglik boliimiinde yapilan taramalarda, YOK
tez merkezinde, 2011-2019 yillar1 arasinda yapilmis olan 72 adet calismaya ulasilmistir.
Ulakbimdeki taramada ise 2014-2020 yillar1 araliginda gergeklestirilmis olan 92 c¢alisma
saptanmigtir. Tiirkiye’de saglik okuryazarligi alaninda yapilan ¢aligmalarin géreceli olarak yakin
bir doneme denk gelmektedir. Ancak, bu g¢aligmalarin tamaminda ortalama gelisim seyri olan
bireylere odaklanilmistir.

Yurtici ve yurtdisi alanyazindaki saglik okuryazarligina iliskin caligmalar birlikte
degerlendirildiginde; farkli konu, hedef grup, ortam ve uygulama bigimlerinin incelendigi
goriilmektedir. Bu ¢alismalarda saglik okuryazarligina iligkin iizerinde uzlas1 saglanmig bir kavram
ve/veya standardize bir 6lgme araci olmadig1 sonucuna ulagilmistir. Bir diger ifadeyle, ¢alismalar
farkli kavramsal ¢erceve, model ve dlgme araclarina goére sirdiriilmistiir. Bu durum ise ¢alisma
sonuglarinin genellenebilirligini sinirlandirmaktadir (Mackert, Champlin, Su & Guadagno, 2015).
Bu sorun, bu alanda ZE engelli bireyleri igeren ¢aligma sonuglari iginde gegerlidir.

ZE bireylerde saglik okuryazarliginin incelendigi sinirh sayida ¢alismada dogrudan engelli
bireylerden veri toplanmistir. Genellikle ¢alismalarda aile, bakim veren personel, saglik personeli
gibi kisilerden toplanan dis gézleme dayal1 veriler ile bir takim sonuglara ulagilmistir. Oysa, saglik
personeli (Ornegin; Geukes vd., 2018; Gray, 2018; Kuijken vd., 2020) veya ailelerle (Akbulut,
2015) siirdiiriilen birtakim ¢alismalarda katilimcilarin sz konusu gruba iliskin bilgilerinin sinirl
oldugu ortaya ¢ikmustir. Bu durum ise O6l¢iim sonuglarinin giivenirliginin 6niinde Gnemli bir
engeldir. Saglikla ilgili konularda 6z yonetim becerilerinin gelismesi igin bireysel katilim
onkosuldur. Bundan dolayi, iiglincii kisiler yerine dogrudan ZE bireylerden veri toplanilmasi
onemlidir. Dolayisiyla, Cardol ve digerlerinin (2012) calismas1 gibi veri toplamada dogrudan
engelli bireylerin kaynak olarak dikkate alindigi ¢alismalara daha fazla ihtiyag duyulmaktadir.
Boylece de bu alandaki arastirmalarda giivenirligi daha yiiksek sonuglara ulasilabilir.

Shiyko, Rim ve Grimm’e (2012) gore veri toplanan alt gruplar genel ortalamadan farkli
degerler kiimesi alabilirler. Bundan dolay1 veri toplanan grubun homojen 6zellik sergilemesi
gerekmektedir. ZE bireylerde saglik okuryazarligiin incelendigi arastirmalarin  temel
varsayimlarindan birisi, s6z konusu grubun farklilagan saglik kaynak ve ihtiyaglarina sahip
oldugudur. Ayrica, bu bireylerden veri toplamak igin yapilan goriismelerde genel gelisim seyri
gosteren bireylerde yapilan hatalara gore farklilagan hatalar da yapilmaktadir (Heal &Sigelman,
1995). Daha nitelikli verilerin toplanabilmesi i¢in gruba 0zgii ortaya cikma ihtimali yiiksek
hatalarin farkinda olunmalidir. ZE bireylerin saglik okuryazarlik diizeyi ile ilgili yapilacak
Olciimlerde hedef grubun ozellikleri gozetilerek gelistirilmis degerlendirme araglarina ihtiyag
duyulmaktadir. Diinya genelinde 200 milyon ZE engelli birey oldugu (Geukes, Broder & Latteck,
2019) g6z 6niinde bulunduruldugunda bu ihtiyacin boyutu daha iyi anlasilmaktadir.

Engelli bireylerin saglik diizeylerinin incelendigi uluslararasi kuruluslar tarafindan
yayinlanan iki farkli raporda, saglik statiisiiniin diisiik oldugu ve bunun da fiziksel etkinliklere
katilimini disiirdiigiine isaret etmektedir (UNICEF, 2019; WHO, 2011). Bu karma metod literatiir
aragtirmasina dahil edilen dort ¢alismada da bu bulgulara paralel sonuglara ulagilmistir (Bergstrom
vd., 2013; Geukes, Bruland & Latteck, 2018; Kaijken vd., 2020; Marks & Sisirak, 2017). Fiziksel
etkinliklere katilim diizeyi sagligi koruma ve gelistirmeyi etkilemektedir (Allen, Dodd, Taylor,
McBurney & Larkin, 2004; Diaz, 2019; Durstine vd., 2000; Fragala-Pinkham, Haley & Goodgold,
2006; Geukes, Bruland & Latteck, 2018; Rimmer, Heller, Wang & Valerio, 2004; Rimmer &
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Rowland, 2008). Bireyin fiziksel etkinliklere katilim saglayabilmesinin 6n kosulu ise etkinlikleri
yapabilecek optimum diizeyde saglikli olmasindan ge¢cmektedir. Dolayisiyla, her iki degiskenin
birbiri iizerindeki ¢ok yonli etki olusturdugu yorumuna varilabilir. Saglik durumunun- fiziksel
etkinliklere katilim iizerindeki etkisi ve fiziksel etkinliklere katilim diizeyinin — saglik diizeyine
etkisi bir baska ¢aligsmada konuya ilgi duyan arastirmacilar tarafindan incelenebilir.

Fiziksel etkinlikler bireysel olarak veya oOrgilin egitim kapsaminda gerceklestirilebilir.
Tiirkiye’de HDZE 6grencilere fiziksel etkinlik igerikli egitimler “Beden Egitimi ve Oyun” dersi
kapsaminda 1-3 siniftakilere haftada 4 saat, 4 siniflara ise haftada 1 saat verilmektedir. Ortaokulda
ise egitimler haftada 2 saate diismektedir (Milli Egitim Bakanligi, 2013). Normal gelisim seyrinde
olan 6grencilere ise bu ders 1-3 smiflar i¢in 5 saat, 4 siniflar i¢in 2 saat olarak uygulanmaktadir
(Talim ve Terbiye Kurulu Bagkanligi, 2018). Yukarida yer alan bilimsel ¢alismalar kapsaminda,
engelli 6grencilere Orgiin egitim kapsaminda verilen s6z konusu derslerin siiresinin artirilmasina
gereksinim oldugu yorumuna varilabilir.

Saglikla ilgili bilgiye erisim ve onun anlasilabilir olmasi, bireyin sagligini gelistirmede 6z
yonelimli karar alma siirecine katilimini olumlu etkilemektedir (Geukes, Broder & Latteck, 2019).
ZE bireylerin dil becerileri ve okuma becerilerindeki sinirliklar géz 6niinde bulunduruldugunda,
s6z konusu bireylerin saglikla ilgili bilgiye erisirken onun anlayabilecegi diizeye uygun hale
getirilmesi gerekmektedir. Bu sekilde, ZE bireylerin 6z yonelimli karar almalari gelistirilebilir.
Dolayisiyla, saglikla ilgili bilgi veren kaynaklarda kullanilan goérsel oraninin daha fazla olmasi, bir
metinde verilen mesaj sayisinin ve metinlerde dikkati dagitabilecek unsurlarin siirlandirilmasi,
metinlerin daha basit ve anlasilir diizeyde yazilmasi gibi birtakim 6nerilerde bulunulabilir.

ZE bireyler, akran gruplarina gore takvimsel yasa bagli hastaliklara ¢ok daha erken yillarda
yakalanmakta veya ilave bir takim saglik problemleriyle ¢ok daha fazla karsilasmaktadir. Tedavi
siireleri daha uzun siirmekte, saglik harcamalari ise goreceli olarak daha yiiksektir (Mitra, Palmer,
Kim, Month & Groce, 2017). Ortalama yasam beklentisi ve yasam kalitesi daha diistiktir
(UNICEF, 2019; WHO, 2011). Riskli davraniglarin énlenmesi, bulasict hastaliklardan korunma,
kazalara kars1 6nlem alma ve kronik hastaliklarla birlikte yasamay1 6grenme gibi konularda saglik
egitim uygulamalar1 gergeklestirilebilir. Boylece, bireyin saglik okuryazarligi geliserek 06z
sorumluluk alma diizeyi artirilabilir. Saglik egitimi uygulamalarinin basarisi ise bu egitimleri
verecek olan saglik profesyonellerinin alan bilgisi kadar ZE bireyler konusunda yeterlilikleri ve
duyarliliklarina da bagli ortaya cikacaktir. Bu noktada da saglik hizmeti sunan profesyonellerin
engelli bireyler konusunda bilgi ve becerilerinin gelistirilmesi amaciyla hizmetici egitimlere
katilimi1 nerilebilir.

ZE bireylerde saglik okuryazarligini igeren calismalarin tamaminda, hizmete erisim ve
saglikla ilgili bilgilerin anlasilabilirligi vurgusu yer almaktadir. Hedef gruplarin, karar verme
stirecinde gii¢lendirilmesine yonelik ¢aligma sayisi ise oldukg¢a sinirlidir (Bknz: Chinn, 2014; Flood
& Hennman, 2015; Marks, Sisirak & Hsieh, 2008; Geukes vd., 2018). Saglik okuryazarligi bireysel
ve g¢evresel boyutu olan bir konseptir. ZE bireyleri iceren calismalarda agirlikli olarak sagligin
bireysel yonii incelenmistir. Sagligin sosyal yonii dikkate alindiginda, gelecekteki ¢alismalarda bir
halk saglig1 politika ¢alisma alani olarak bu konunun da incelenmesine ve bu yonde politikalar
gelistirilmesine ihtiya¢ duyulmaktadir.

Bu calismanin birtakim smirliliklart mevcuttur. Bunlardan ilki, calismada kullanilan
anahtar kelimeler ile ilgilidir. Saglik okuryazarligi semsiye bir kavramdir. Ancak, caligmanin
odagindan uzaklasmamak igin saglik okuryazarhigi disina ¢ikilmasina neden olabilecek; saglik
egitimi, sagligin gelistirilmesi, saglig1 giiglendirme, saglikta medya okuryazarligi, saglik bilgisi,
tedavi hizmetlerine erisim, rehabilitasyon hizmetleri, saglik hizmetleri gibi kavramlar veya bu
kavramlarin Ingilizce karsiliklar1 ile taramalar gerceklestirilmemistir. Calismanin bir baska
sinirliligi, taramalarin aragtirmanin metot bolimiinde belirtilen veri tabanlarinda, Tiirkce ve
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Ingilizce dili ile siirl olarak siirdiiriilmiis olmasidir. Farkli veri tabanlarinda ve farkli dillerde
yapilacak taramalar sonucunda bu konuda yapilmis baska c¢alismalara ulasilabilir. Konuya ilgi
duyan arastirmacilar bir bagka arastirmada bu sinirliliklarin digina ¢ikarak galisma genisletilebilir.
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