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7751 JvhoN MIY'wA DYl 0NN N7NINA N2vn apy (Banda et al., 20242022
NIN X |UY0 DY DINAIXAN N’ 1IYN DY D'WIRN TINK ,(Reppermund et al., 2020)
[LY02 D'719'0AI [INANA NI9'WN PN NN .(Stage et al., 2016) naaTna N7y
IRNLL[VI0N NITIYIN NIV DT2V7 NMIYAYN NI¥A DN DINNRD DNIYY)
International Agency for Research on ) n7 7ayni n7nnin oy 0NN N7NIN NX
.(Cancer, 2021; Siegel et al., 2018

The Lancet ) n”Iwun Dy D'WIX 2172 |VIO 7V NI D'OYA DPNNA WY
219'0N ¥ 72 19 7Y NIk MW 7Y 0ryaxvn n7x o pgnn .(Oncology, 2024
DY D'YIN 2172 ,'2'0XR'™79 719'02 0721 |VN0 71910 770 NIP'TA ,NY'IAN 7NN ,]VI02
,7un? ,0Mpnn 190n . (Banda et al., 2024) ni72am X%7 n"oI721X7 nxwna 2”1ivn
719011 (lezzoni, 2022) 270 NI 122 0V O'IIN N 1IYN DY D'WIRY D 7V 0'y'axn
mmyi XY 7w npon ((Cuypers et al., 2024) n'775n n"oI72IX7 nRIlvN1 ,|VY0
NIj'T22 021 0'oN Dy DFTTIMNN 21N Dy 0'WaR D nxn ( Chan et al., 2022)
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2772 [VYI0N NITIY NIY'Y D KX NINNKY? 7 Waw pznn .(lezzoni, 2022) n*'X190n
(Hansford et al., ni72am X77 n'war? nxnwna NI 0'2mMa 0N N’Ivn Dy D'YIN
Witham ) pniw 0"1*77 D7NNnY% 0'0'Ian DYI'R N”1IWN DY D'WIN D Y7 21wn .2022)
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NIIT? D'D'WUNA |VYO 'M'7NN .0'719'0N DI'O DY NNY'NON NI'K N7NNN DY NITTINNNN
[INND ,TIDM,|ND'T) NIA'VIAIZ NI'YA ,D'ANRD ,N'MDIN'D L, NIY'WN 7W D'MIVSN'0 7y
Cohen et al., 2019; Wu & Harden, ) o'219'0n DI'o0 "NX7 NI 0w DA - (NI'va
TNO ,NTIN L|IRD'T 7710 ,0"'wO1 D'MIVON'O D117 17X DOWNNN D'MIvSn'o? (2015
DA NINWN NINXIYA 0'XI9] NI'N7 DD'YNNY D'NNIRIV-VO0ID D'MIVON'0 DAl NRY'NN
Baziliansky et al., 2023; Cohen et al., 2019; Harel et ) o'7219'0n DI'o "1NX7 DY
.(al., 2025; Holland et al., 2015; Wu & Harden, 2015

D'ANYN D'¥IN] NIZ'TAN 0wn ,D'719'0n ,|LYoN N7NN DY NITTIMNNY
D''N20 D'AXWN DY |V10 "7INY xk¥n .(Holland et al., 2015) n»w'xi 0'*N220
[IXD'T NN 091NN (N21N] N'NNAN Nd'ANI NITT NIFMNAN NINWA L JIAd) NI 0'IN)
.(Pinquart & Duberstein, 2010) "ni* 02101 NITY' X1 0N NID'R NI NINIAA
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NI09N1 NIYI9n7 0'72n0n1 0 Tan" 21N DY 0'WIR [N D'DYT7 10T "IN
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Bekkema et al., 2014; Delany et al., 2023;Hussain et ) n1j7n IR IX ,NN5WN
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on' 2V INI'T DINKY X ,0"IX Y0INI NZI¥A 7¢ N7 nwINNI , NI7RY 7V nayn-'Ni
Bernal & Tuffrey-Wijne, 2008;Cresswell & Tuffrey-Wijne, 2008; ) Tnixi ‘min
Martean et al., 2013;Tuffrey-Wijne & Davies, 2007; Tuffrey-Wijne, 2009;
.(Tuffrey-Wijne et al., 2010a,b

a7NNnA NNVNI 7N
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,ANIYNAYNI N'7NNN NO'DSN) 21NN NN TzANN 1PNNN ,N"IYN DY D'WIXK 2172
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Abstract
In recent decades, the life expectancy of people with intellectual disabilities
(ID) has increased substantially, leading to a higher prevalence of chronic
illnesses, including cancer. However, studies have indicated that individuals
with ID experience significant disparities in cancer diagnosis, treatment, and
access to medical services, and their perspectives are often absent from the
clinical and research discourse. Few studies have explored how people with
ID perceive and cope with cancer. Thus, this study examined the illness
experience and coping processes of people with ID and cancer by eliciting
their voices. The study employed a qualitative methodology and included 18
in-depth, semistructured interviews with men and women aged 30-78
diagnosed with mild to moderate ID and different types of cancer. Data were
analyzed using reflexive thematic analysis. Findings indicated that most
participants had only limited knowledge of their illness and in some cases,
they had not received clear explanations about the nature of their cancer or
treatment. Information was often conveyed by guardians or residential staff
members, resulting in confusion, passivity, and a sense of lack of control.
Fear, primarily of death, pain, and medical procedures, was the dominant
emotional response, yet emotional communication with healthcare
professionals was scarce. Some participants concealed their illness,
especially from peers and other residents. Nonetheless, participants also
described receiving support from family, and residential caregivers. In
conclusion, there is an urgent need to provide accessible medical information
and facilitate communication by healthcare providers for people with ID.
Tailored emotional support and professional training for healthcare and social
services staff members are also essential. Furthermore, the findings call for
the development of comprehensive policies to ensure equity in healthcare,
reduce gaps in diagnosis and care, and promote the participation of people

with ID in medical decision-making processes that affect their lives.
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Synopsis

This study examined the experiences of people with intellectual disabilities
(ID) who have cancer by eliciting their voices. Eighteen participants aged 30—
78 and diagnosed with mild to moderate ID and various types of cancer were
interviewed. Most participants had received limited medical information, which
was sometimes withheld from them, leading to feelings of confusion and lack
of control. Participants described fear of death, surgery, and treatment—yet
most did not share their fear with caregivers or healthcare staff members.
Some participants concealed their iliness from friends. Nonetheless,
participants also reported significant support from family members and
residential staff members. The findings highlight the need for accessible
medical information, tailored emotional support, and training for medical and
psychosocial support teams to promote empathetic and respectful
communication that will empower people ID who have cancer and improve

their quality of life.

Keywords: intellectual disabilities, cancer, medical information, illness

experience, coping, support, concealment
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