- '.} Check for updates

The Journal of Child A netmaien
Psychology and Psychiatry

'@ Mantal Haslth
Journal of Child Psychology and Psychiatry 64:6 (2023), pp 848 858 doi:10.1111 /jepp.13752

Practitioner Review: It's time to bridge the gap -
understanding the unmet needs of consumers with
attention-deficit/hyperactivity disorder — a systematic
review and recommendations

Matthew Bisset,'?®* () Louise E. Brown,** Sampada Bhide,"*"° Pooja Patel,’
Nardia Zendarski,® (©) David Coghill,>%°® Leanne Payne,”’® Mark A. Bellgrove,’
Christel M. Middeldorp,”® (¥) and Emma Sciberras!:3:6 ()
lsSchool of Psgcholngy, Deakin University, Melbourne, VIC, Australia; “The Royal Children’s Hospital, Parkville, VIC,
Australia; *Murdoch Children’s Research Insititute, Melbourne, VIC, Australia; *Curtin University, Perth, WA,
Australia; >The Royal Melbourne Hospital, Parkville, VIC, Australia; 6Deltya_rr_ment of Paediatrics, University of
Melbourne, Parkville, VIC, Australia; ‘Child Health Research Centre, University of Queensland, Brisbane, QLD,
Australia; ®Child and Youth Mental Health Service, Children’s Health Queensland Hospital and Health Service,
Brisbane, QLD, Australia; *Turner Institute for Brain and Mental Health and School of Psychological Sciences,
Monash University, Melbourne, VIC, Australia

Objective: Understanding the unmet needs of healthcare consumers with attention-deficit/hyperactivity disorder
(ADHD) (individuals with ADHD and their caregivers) provides critical insight into gaps in services, education and
research that require focus and funding to improve outcomes. This review examines the unmet needs of ADHD
consumers from a consumer perspective. Methods: A standardised search protocol identified peer-reviewed studies
published between December 2011 and December 2021 focusing on consumer-identified needs relating to ADHD
clinical care or research priorities. Results: 1,624 articles were screened with 23 studies that reviewed examining the
needs of ADHD consumers from Europe, the U.K., Hong Kong, Iran, Australia, the U.S.A. and Canada. Consumer-
identified needs related to: treatment that goes beyond medication (12 studies); improved ADHD-related
education/training (17 studies); improved access to clinical services, carer support and financial assistance
(14 studies); school accommodations/support (6 studies); and ongoing treatment efficacy research (1 study).
Conclusion: ADHD consumers have substantial unmet needs in clinical, psychosocial and research contexts.
Recommendations to address these needs include: improving access to and quality of multimodal care provision;
incorporating recovery principles into care provision; fostering ADHD health literacy; and increasing consumer
participation in research, service development and ADHD-related training/education. Keywords: Attention-deficit/
hyperactivity disorder; consumers; needs; systematic review; recommendations.

Introduction

Attention-deficit/ hyperactivity disorder (ADHD)
affects 5% 7% of children and adolescents (Polanc-
zyk, Willcutt, Salum, Kieling, & Rohde, 2014) and
2% 5% of adults (Faraone et al., 2021; Sciberras
et al., 2020). ADHD can have a debilitating impact on
an individual’s social and emotional wellbeing, inter-
personal relationships, academic and career out-
comes, physical and mental health, quality of life
and life expectancy (Costello & Maughan, 2015;
Franke et al., 2018; Lawrence et al., 2015; Sciberras
et al., 2020; Shaw et al.,, 2012). The impact also
extends to caregivers and family (Johnston &
Mash, 2001; Theule, Wiener, Tannock, & Jenk-
ins, 2013). Improving outcomes and facilitating
thriving of consumers with suspected or diagnosed
ADHD and their families/caregivers (henceforth ter-
med ADHD consumers) requires greater awareness
of the unmet needs of ADHD consumers.

Conflict of interest statement: See Acknowledgements for full
disclosures.
*These authors contributed equally to this work.

Overview of terminology

We use the term ‘consumer’ rather than a broader
term such as ‘person with lived experience’ to convey
that individuals with mental health challenges
such as ADHD have the rights to education,
participating equally in their care, making informed
healthcare decisions and care that supports recovery
(Cohen & Ezer, 2013). We consider a consumer to
be a person with ADHD or caregiver that ‘makes
either direct or indirect use of health services’
(Gregory, 2007, p. 2).

Objective

This systematic review aims to synthesise the
unmet needs identified by ADHD consumers, in
order to: (1) highlight critical gaps in existing ADHD
assessment and treatment approaches; and (2)
inform ADHD-related clinical practice, research,
and resource provision. ADHD consumers are
included in the authorship team and contributed
to all aspects of the study, from conception through
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to reviewing the final manuscript. We examine
research published in the last 10 years to capture
current needs identified by ADHD consumers. We
hope that a better understanding of unmet con-
sumer needs can lead to responses that improve
outcomes for ADHD consumers.

Methods
Protocol and registration

The protocol was  pre registered with PROSPERO
(CRD42020201170). All search and review processes were
conducted in accordance with PRISMA guidelines (Moher
et al.,, 2009; Table S1). Of note, the current review differs
from the original pre registered protocol which initially
aimed to examine unmet consumer needs over a 6 year
period but was subsequently expanded to cover a 10 year
period to ensure a more thorough examination of recent
unmet needs.

Search strategy

Medline, PsycInfo and Embase electronic databases were
searched (last updated 6th December 2021). Selected search
terms and database specific parameters were applied, includ
ing keywords for ‘ADHD’, ‘consumer’ and ‘information needs
(see Table S2). No restrictions were placed relating to sample
size.

>

Eligibility criteria

Eligible studies were peer reviewed, published between
December 2011 and December 2021, available in English,
focused on consumer identified needs relating to clinical care
or research priorities, and focused on ADHD (or reported
ADHD specific findings separately to other conditions). Stud
ies not focused on unmet needs expressed by ADHD con
sumers themselves or not reporting ADHD specific results
were excluded, as were conference abstracts, unpublished
dissertations and existing reviews.

Study selection

Records were exported to Covidence review management
software (Veritas Health Innovation, 2019). Screening involved
review of titles and abstracts, followed by full texts. Forwards/
backwards citation analysis of full texts identified studies not
captured in the search. At least two reviewers (MB, SB, PP)
completed screening. An additional reviewer (ES) adjudicated
disagreements to achieve consensus.

Data extraction

Data was extracted (MB) and independently cross referenced
by three reviewers (LB, SB, PP) for accuracy. Discrepancies
between reviewers were discussed and resolved. A standard
electronic form developed for this review was used to extract:
(@) country where research was conducted; (b) study design
(qualitative /quantitative /both, cross sectional); (c) methodol
ogy (survey/interview/focus group); (d) sample size (total IV); (e)
population (caregivers, young people/adults/individuals with
ADHD); (f) age in years (mean/median, standard deviation,
range); (g) sex (male/female, percentage); and (h) findings
discussed in results section relating to consumer identified
unmet needs.
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Data synthesis

Key findings were synthesised by four reviewers (MB, LB, SB,
PP) in three stages. As both qualitative and quantitative
research is reviewed, a narrative synthesis approach was used
to draw together similar findings. At each stage, two reviewers
completed coding which was subsequently cross checked by a
third reviewer. Using an electronic spreadsheet (see Support
ing Information), codes were generated to describe key findings
(e.g. findings related to challenges with getting an ADHD
diagnosis were coded “difficulty obtaining diagnosis”). Where
relevant, similar findings/codes were then grouped into key
categories (e.g. the codes “difficulty obtaining diagnosis”,
“access to services” and “provision of psychosocial treatment”
were grouped into the key category “improved availability and
access to clinical services”). Similar categories were then
grouped into synthesised findings to represent a consumer
identified need (e.g. “improved availability and access to
clinical services”, “caregiver support” and “financial assis
tance” represented the need for “improved access to clinical
services, support and financial assistance”). For some codes
that were initially coded broadly, we opted to retain the same
descriptor at the category and identified need level (e.g. school
accommodations and support).

Risk of bias

Three reviewers (MB, SB, PP) independently assessed study
quality using standardised criteria (Kmet, Lee, & Cook, 2004;
see Table S3). Studies were evaluated on design, methodology,
accuracy of results and conclusions made, according to the
extent to which specific criteria were met (2 yes, 1 partly,
0 not addressed) and summary scores calculated. Studies
meeting a conservative score of 75% or greater were included in
the final review (Kmet et al., 2004).

Results
Study selection

Figure 1 details the PRISMA review process. The
search generated 1,624 studies for screening, with
23 studies included. All 23 studies were of a high
quality (assessment scores ranged from 75% to
100%), therefore no studies were excluded due to
quality assessment criteria (Table S3). A brief com-
parison of findings between studies scoring
above/below 90% (10 studies vs. 13 studies)
revealed no notable differences between groups.

Study characteristics

Table 1 details characteristics of included studies.
Twelve (52.2%) studies were conducted in a Euro-
pean country, including the U.K. Four studies
(17.4%) took place in Asia; four (17.4%) in the USA;
two (8.7%) in Australia; and one (4.3%) in Canada.
Most studies included perspectives of caregivers of
individuals with ADHD (17 studies, 73.9%) and
collected only qualitative data (18 studies, 78.3%).

Need: Treatment that goes beyond medica-
tion. Twelve studies (52.2%) indicated the need for
care that goes beyond medication (Cheung
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Records identified:
1,624
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Duplicates excluded:

. 4

Titles and abstracts screened:
1,283

341

-

Full texts reviewed:
66

Additional studies identified via

citation analysis:
4

{ J
{ MY ]
(=

/ Full texts excluded: \
47

No focus on unmet needs (21)
Conference abstract only (12)

. 4

Studies included:
23

Figure 1 Adapted PRISMA review process flow chart

et al., 2015; Coletti et al.,, 2012; Fridman,
Banaschewski, Sikirica, Quintero, & Chen, 2017;
Hossainzadeh Maleki, Rasoolzadeh Tabatbaei, Mash-
hadi, & Moharreri, 2018; Leitch et al., 2019; McIntyre
& Hennessy, 2012; Nasol, Lindly, Chavez, & Zucker-
man, 2019; Reale, Frassica, Gollner, & Bonati, 2015;
Sikirica et al., 2015; Simons et al., 2016; Sollie &
Larsson, 2016; Vijverberg, Ferdinand, Beekman, &
Van Meijel, 2020). Participants reported that medica-
tion reduces but does not eliminate ADHD symptoms
(Sikirica et al., 2015; Simons et al., 2016; Sollie &
Larsson, 2016) and wanted professionals to consider
additional therapeutic options (Coletti et al., 2012;
McIntyre & Hennessy, 2012). Young adults from Hong
Kong (N = 40) reported that, while effective in the
short-term, medication did not assist them to cope
with challenges in adulthood (Cheung et al., 2015).
Three studies highlighted the psychological impact
of ADHD (Cheung et al., 2015; Leitch et al., 2019;
Sikirica et al., 2015), with 34% of European

M Did not differentiate ADHD from
other conditions (5)

Did not focus on ADHD consumer
needs (3)

Existing review (2)

ADHD consumers not reported
separately (1)

No focus on ADHD (1)

No ADHD consumers in sample

(1)

Qx available in English (1) /

caregivers (N = 38) reporting that children experi-
enced low self-esteem because of their ADHD (Sikir-
ica et al., 2015). Seventy-five percent of adolescents
(N = 28) reported feeling embarrassed, ashamed and
annoyed about their ADHD (Sikirica et al., 2015).
Australian caregivers (N= 13) reported that children
expressed self-loathing, with two caregivers men-
tioning their child wanted to die (Leitch et al., 2019).
Adolescents and young adults in Hong Kong (N = 40)
suggested the need for greater investment in mental
health services to meet their psychological needs
(Cheung et al., 2015).

Need: improved ADHD-related education and
training. Participants from 17 studies (73.9%)
reported the need for ADHD education that improves
health literacy for consumers, health professionals,
teachers and the broader community (Ahmed, Borst,
Yong, & Aslani, 2014; Cheung et al., 2015; Coletti
et al., 2012; Fridman et al., 2017; Hossainzadeh

© 2023 The Authors. Journal of Child Psychology and Psychiatry published by John Wiley & Sons Ltd on behalf of Association for

Child and Adolescent Mental Health.

I "9 "ETOT " 019L65F |

Yo Tz v scy wog papeoy

PO Pare SULR I, 341 305 “[EZOCAN/L0] U0 KRIYT SuruO) A5 A ‘[10UN0.) YRreasy [eAPSIAL P HIESH [euone & LT ddafi 11T 01 oo Kafrw A gy

R g

08 a2 |30 V) ‘9 J0 SN I0] ARIGYT SHAUC) KI[EAL B0 (SHOAIP

A hq

) AL 2qeEaidd

AN



14697610, 2023, 6, Downloaded from https //acamh.onlinelibrary.wiley.com/doi/10.1111/jcpp.13752 by National Health And Medical Research Council, Wiley Online Library on [07/08/2023]. See the Terms and Conditions (https //onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

851

Understanding the unmet needs of ADHD consumers

doi:10.1111/jcpp.13752

(senurnyuood)

11oddns aI0W JOJ Paau (UOTFEIIPIW .19 21PN %8°S9
JNOQE SWIOU0D {qHAV YIM SIUapnys ‘(Le) 61t (82) dA
y1oddns o3 paddinbas /pawriojur Aj1ood TURIPIIYD N x2S wop3ury]
S[00UOS SISOUSEIP SUTUre}qo SaNNOYFIQ AN (8¢) s1ea1dare) SMIIAIDU] payuq ‘edoinyg >(S102) 'Te 10 BOLID{IS
S9OUSIJIP
10J uoneroardde pue QHAV 2)PW %8°ES
Jo 2oue)}daooe Teroos 1918213 JI0J PN sG-€7 ‘(IN) € (zg) synpy -sdnoid snooyg SpUBlIaUIaN (910%) ‘Te 12 [2ARIYDOS
juowjear) reordojooewreyd 0} $S900€
Jo Aymunuod {Aderays TeordojoyoAsd
o1qepiojje ‘jroddns uonyeonpa
pue A[rurej 19339 J0J PI2U ‘UOnISURI}
901419 J00d ¢{SOTAIDS UTYIIM
o3parmousy/axed ur sded ({s901A10S AN x2S
noqe uoryeurIojur 3urssadoe sa3u[eyD AN (p7) s10a1301e) LAaaing Arey (ST0C) 'TE 12 °Teay
UIOOISSE[D Ul SISYOE9)}
woJj yxoddns a1ow {sjnpe I0j
suondo juswyeas} redrdojooewrreyd
-UoU {SIOYDBI} PUE SISAIZOIED
‘SIOWINSUO0O J0J Uonednpa {qHAV Jo
Surpuejszopun orqnd 19)32q {spasu 21V %S 29
reo13o10yoAsd 399w 03 SIDIAIIS JOJ PIIN €291 ‘IN) T LT (op) syunpy SMITATIIU] 3uoy] 3uoy (c102) 'TE 3° Bunay)
s1003 j10ddns pue uoryBULIOUT
U9)LIM PIsBIqUN ‘PaIo[re} ‘9SIou0d
10J paau ‘siapraoid aredyjresy GG-Z¢ 21V %9°ES
woJj uoneuIojul qHAV Jo Airenb Joog ‘(werpowr) ¢ (91) s10a13axe) .sdnoi3d snooyg erensny ($102) ‘Te 310 pawyy
JHJV IN0ge UOTJEULIOJUT 9)BINdde
urejqo 03 ofqnd oy} pue sIayoEa)} IIDW %09 (€102) TE 30
JOJ {SUOTJEPOWIUIODDE [OOYDS JIOJ PIIN 1201 ‘(2°2) € b1 (sg) d& .Sdnoid snooy epeue) S[OBON-ISXTe M\
uonIsuLeI} AIIAISS
Sunmp SueroTuI JO AOU9)SISUO0D
{f110A9S QHAYV JO Ssarpredal 21D %08
uo1s1A0Id 91ED 0} SSI0JE I0J PAIN 8T-LT ‘(IN) 6°LT (01) d& L MITAINU] wop3ury pajiun (€102) TE 1° Yms
opn3NIEe 18121008 pasorduur
{UOT)EOTPIW 0} SOAIJEULIdE (SOOIAIIS
0} SS200® 19}39q ‘9o1ape Teonoerd apwWad %68 (z107) Assauuoy
pue Adeioy) [einoiaeyaq 2I0W JI0J PN AN (81) sxaardare) LMIIATIIU] puerai] pue 2IAUON
a1qrsuaya1duwod pue aarsuayardurod
ST JeY} UOT}BULIOJUI paouereq
‘uoryedrpaw sopisaq sarderoy) apwWad %8/,
JOPISU0D 03 sIsteryoAsd 10] pasaN AN (T T1) €St (L2) s10a1891R) .sdnoid snooyg vsSn (z102) ‘Te 310 139100
SQ2IAISS d[qEepIole 2PwWad %E°C8
9I0W pUE 20UEBISISSE [eloUBUY J0J PN 94-G6¢ ‘(RIN) S°'8¢ (z1) s10a13a1e) SMIIATIIU] Suoy] 3uoy (1102) 'TE 312 OH
SSUTPUT JUBA[IY (e8uex (\7) uonerndog (reuonoas-sso1o A1ryuno) 90UQIJY

‘las] m) sxeaf ur o8y

I1e) £3oj0poy3ow Apryg

SOIPNIS POMIIADI JO SONSLIdJORIEYD T d[qe],

© 2023 The Authors. Journal of Child Psychology and Psychiatry published by John Wiley & Sons Ltd on behalf of Association for

Child and Adolescent Mental Health.



14697610, 2023, 6, Downloaded from https //acamh.onlinelibrary.wiley.com/doi/10.1111/jcpp.13752 by National Health And Medical Research Council, Wiley Online Library on [07/08/2023]. See the Terms and Conditions (https //onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

Matthew Bisset et al. J Child Psychol Psychiatr 2023; 64(6): 848 58

852

(senurnyuood)

pooyinpe ojur
Sunsiszad QHQV INoge uoreulIoul

21D %889
(£9) sHUnpv/dA

19)32q I0J pasu ‘siopraoxd axeoyiresay 6C-vT AN 2)PWI %6
WOJ] UOIJEULIOUT 19332q JI0J PIIN AN (87) s1oardaxe) LMITATIIUT wop3ury] pajun (6102) 'Te 32 2011g
Aderay) Teinoraeyaq paseq-[ooyos
PUE UOHEIIPIUW 0} SSI00E dIoM N x2S
SPa2u jJuaUIIBaI) }PWUN UOWWOD }SON AN 28y (90%T) s1ea13are) n\mo.idw vsSn (610T) 'Te 32 ToseN
[ooyos e roddns
‘dururen pue j1oddns 1oa130180
{s1oyoea} pue sreuorssajoid ‘orgnd 2w %98
woi] 3uIpue)sSIopun 2I0W JI0J PIIN 05-8€ AN (g1) s10a13axe) -sdnoid snooyg erensny (6102) Te 12 yoag
y1oddns Teroos
pue [eroueuy paaordwir J0j pasu
‘ua1prryo 1roddns o3 moy pue QHAV 1S-+C DU %6°C9 (810C) Te 30
INOQge UOIJBULIOJUI 0} SS900E JUSIOLINSU] ‘(IN) £°€€ (22) s19a1301E) SMITATNU] ueIp yopezueae[qed
1oddns 19A130180 (SUOTUIAIIIUIL
reor3ojooeurreyd-uou ‘s1opraoid YN 28uer 210 %00T (8107) TE 3I°
WIOJ] UOIJEULIOJUT 19332q JOJ PION ‘IN) ST (B) s10a1301E)D LMITATIIUT ueIp D{oTe]N Uyopezuressoy
s1opraoxd yim juswadedud
PUE UOISSTIOSTP 210U Pajuem pue
JHQV Inoge suonsanb palamsueun L1-1 21D %9°89
Auew pey qHQV yim o1doad Sunox ‘9l 61T (02) d& qMR1ATUT ‘ Aoaing vsn (L10T) Te 30 yresls
sjooyos woij d[oy aI0W {SI2AIZIBD
J0J UOT}eULIOfUT JUSIOYJNSUL
{Ade1ay} Inoiaeyaq 0} $s900E apwad %99
‘stsougerp pIryd Sururelqo AMoysIq AN (919°¢) s1oar3are) qfeamg adomy -(210T) TE 30 ueWIPLY
uoIyedIpaw puoiaq suorjdo jusurjeony
pai10[re;} Jo0YDS }e UOI}euIplood 2Ied N x2S (9107) uossre]
JOJ Poau ‘sjuaunsnipe [00Yds J0] PN AN (4 1) s1oa1301ED qAeamg AemIoN pue 1708
AN X3S
UOI}eULIOJUI PUEB 20UBINSSEBAI (B) s10a1301RD
10} paau ‘swojdwAs pue s}09fFo N x28
-9pIS UONedIpaw 10§ papasu jroddns $S-GT AN (11) sympy
191399 ‘1roddns pue juswear $S—8T AN N x98
‘stsouderp 0} $S200€ YIm sa3ul[reyd c1-¢1 QAN (8) dA .sdnoi3d snooyg wop3ury] pajyun »(0107) 'Te 3o suowg
SUOIEOTpaw N x28
pue juauryeary Teordojooeurreyd (2)
-uou Jo A0edlJe 03Ul YOIBasal JOJ PIaN AN  SHUNPV/JA ‘sidardare)d .sdnoid snooyg usapoms (910%) ‘TE 32 uosqooep
$109JJ9-9pIs Teor3ojooeurreyd noqe
UOTJEULIOJUL JOJ PI2U {Q0UE)SISSE LI-€T
TeroueUl J0J PI2U {SI2Y3J0 WoIj ewdns ‘(g'1) €T
paa1eo1ad JO 3X93U0D UT UOT}EINPI pue 1SJUQDSI[OPY
s3urpuy jueas[ay (e8uex (\7) uoneindog (reuonoas-sso1o A1ryuno) 90UQIJY

‘las] m) sxeaf ur o8y

I1e) £3oj0poy3ow Apryg

(ponunuod) T alqel

© 2023 The Authors. Journal of Child Psychology and Psychiatry published by John Wiley & Sons Ltd on behalf of Association for

Child and Adolescent Mental Health.



doi:10.1111/jcpp.13752 Understanding the unmet needs of ADHD consumers 853

Maleki et al., 2018; Leitch et al., 2019; McIntyre &
Hennessy, 2012; Pahlavanzadeh, Mousavi, & Magh-
soudi, 2018; Priceetal.,2019; Realeetal.,2015; Rezel-
Potts, Kordowicz, Downs, White, & Prasad, 2021;
Schrevel, Dedding, van Aken, & Broerse, 2016; Sikirica
et al., 2015; Simons et al., 2016; Sleath et al., 2017;
Vijverbergetal., 2020; Walker-Noack, Corkum, Elik, &
Fearon, 2013).

Caregivers and adults with ADHD (Ahmed
et al., 2014; Cheung et al., 2015; Hossainzadeh
Maleki et al., 2018; Jacobson, Ostlund, Wallgren,
Osterberg, & Traneeus, 2016; Pahlavanzadeh
et al., 2018; Reale et al., 2015) reported needing
healthcare professionals to take more time during
consultations to explain ADHD and treatments.
Caregivers in three studies wanted comprehensible
information (Ahmed et al., 2014; Coletti et al., 2012;
Rezel-Potts et al., 2021), with Australian caregivers
requesting an explanation of the neurobiological
origins of ADHD so they could appreciate medication
efficacy and a tailored list of questions to ask
healthcare providers to avoid information overload
(Ahmed et al., 2014). Caregivers and young adults
identified needing parenting guidelines and training
to support children with ADHD (Cheung et al., 2015;
Leitch et al., 2019) and needing peer support and
information from others with lived experience
(Ahmed et al., 2014; Simons et al., 2016). Caregivers
in the U.S.A. reported wanting to work collabora-
tively with compassionate and caring physicians
whose expertise enabled them to make informed
treatment decisions (Coletti et al., 2012). While some
participants in a U.K. study reported receiving
sufficiently detailed information prior to transition-
ing from paediatric to adult services, the majority
reported not being informed that ADHD is a life-long
condition and wanted education and assistance with
transitioning (Price et al., 2019).

Consumers reported needing practitioner educa-
tion on ADHD (Ahmed et al., 2014; Price et al., 2019;
Rezel-Potts et al., 2021; Sikirica et al., 2015). Aus-
tralian caregivers (NN = 16) noted that healthcare
professionals lacked the time and specialised knowl-
edge required to answer questions and recognise
ADHD symptoms (Ahmed et al., 2014). Prior to their
child’s ADHD diagnosis, European -caregivers
(V= 38) reported being blamed by healthcare
providers for their child’s symptoms with child
behaviour attributed to poor caregiver-child rela-
tionships or parenting (Sikirica et al., 2015). In the
U.K., caregivers (N = 28) and individuals with ADHD
(V= 64) recommended that general practitioners be
better equipped to understand ADHD to facilitate
better communication and access to appropriate
services (Price et al., 2019).

Adolescents, young adults and caregivers across
six studies cited a need for greater understanding of
ADHD among school staff/teachers (Cheung
et al., 2015; Fridman et al., 2017; Leitch
et al.,, 2019; Rezel-Potts et al.,, 2021; Sikirica

Relevant findings
future prospects and wanting this to

be addressed in treatment

diagnosis and treatment; concern for
Training needed for GPs and school

staff; integrated care with improved
communication from professionals
to mental healthcare; support for

caregivers’ emotional needs
Need for more support; better access to

supports; need for information on
and between services; better access

Unmet needs relating to mental health
services; care coordination

Age in years (M [SD],
range)

11.8 (3),
6-17

NR, 25-44
40.8 (7.6), NR

Population (N)

YP (1095)

67.6% Male
Caregivers (8)
100% Female
Caregivers (41)
92.7% Female

Study methodology (all
cross-sectional)

Survey®, interview®
Focus group?
Interview®

Country

Netherlands
United Kingdom

USA

dstudy did not aim to examine consumer needs but was included because unmet needs were identified by consumers and reported on in the article.

ADHD, attention deficit hyperactivity disorder; M, mean; NR, Not reported; SD, standard deviation; YP, Young people with ADHD.

2Qualitative.
“Study funded by pharmaceutical companies.

Table 1 (continued)
Reference

Vijverberg et al. (2020)
Rezel-Potts et al. (2021)
Spencer et al. (2021)
PQuantitative.
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et al., 2015; Walker-Noack et al., 2013), including a
need for appropriate guidelines/training for educa-
tors (Cheung et al., 2015). Adolescents, adults and
caregivers identified the need for education to
increase awareness and understanding about ADHD
in the general public to reduce discrimination and
stigma (Cheung et al., 2015; Leitch et al., 2019;
McIntyre & Hennessy, 2012; Schrevel et al., 2016;
Sikirica et al., 2015; Walker-Noack et al., 2013).

Need: Improved access to clinical services, support
and financial assistance. Though some ADHD con-
sumers in Hong Kong reported no challenges accessing
health services (Cheung et al., 2015), consumers from
14 studies (60.9%) reported gaps relating to accessing
appropriate clinical services, support and financial
assistance (Cheung et al., 2015; Fridman et al., 2017;
Ho, Chien, & Wang, 2011; Hossainzadeh Maleki
et al.,, 2018; McIntyre & Hennessy, 2012; Nasol
et al.,, 2019; Pahlavanzadeh et al.,, 2018; Reale
et al., 2015; Rezel-Potts et al., 2021; Sikirica
etal., 2015; Simons et al., 2016; Spencer et al., 2021;
Swift et al., 2013; Vijverberg et al., 2020).

Caregivers reported challenges obtaining an ADHD
diagnosis due to long waiting periods and drawn out
diagnostic processes, visiting multiple doctors, prob-
lems with misdiagnosis, insufficient resources and
difficulty finding professionals that would listen
(McIntyre & Hennessy, 2012; Rezel-Potts et al., 2021;
Sikirica et al., 2015; Simons et al., 2016). Caregivers
and adolescents/young adults in several studies noted
a lack of available and affordable services and long
waiting times, brief and infrequent appointments,
inconsistent care and frequent cancellations (Price
et al., 2019; Reale et al., 2015; Simons et al., 2016;
Swift et al., 2013). In a national sample of American
children, caregivers most commonly reported prob-
lems accessing medication and school-based sup-
ports, particularly for families experiencing financial
difficulties (Nasol et al., 2019).

Caregivers in the U.K. desired integrated care and
improved access to mental healthcare for their child
(Rezel-Potts et al., 2021). Caregivers from seven
studies (30.4%) expressed needing financial assis-
tance and support to address their own health and
wellbeing (Fridman et al., 2017; Ho et al.,, 2011;
Hossainzadeh Maleki et al., 2018; Pahlavanzadeh
et al.,, 2018; Reale et al., 2015; Rezel-Potts
et al., 2021; Sikirica et al., 2015).

Need: School accommodations and support. Six
studies (26.1%) reported the need for increased
school support, care coordination and accommoda-
tions for students with ADHD (Cheung et al., 2015;
Fridman et al., 2017; Leitch et al., 2019, Sikirica
et al., 2015; Sollie & Larsson, 2016; Walker-Noack
et al., 2013). European caregivers (N = 38; Sikirica
et al., 2015) and young people from Canada (N = 25;
Walker-Noack et al., 2013) identified needing school
accommodations including smaller class sizes, more

J Child Psychol Psychiatr 2023; 64(6): 848 58

time to complete tasks, less homework, more oppor-
tunities to release energy at school and one-on-one
tutoring/assistance.

Need: Treatment efficacy research. One recent
Swedish study (4.3%) reported the top research
priorities identified by ADHD consumers focused
on further establishing the efficacy of non-
pharmacological treatments (e.g. family/psychologi-
cal therapies, caregiver support programs,
computer-aided working memory training, teacher
support) and the benefits, risks and side-effects of
ADHD medications (e.g. methylphenidate vs. ato-
moxetine, dependence risks, comorbid substance
abuse; Jacobson et al., 2016).

Discussion
This systematic review found that few studies seeking
insight from consumers about their needs have been
published in the last 10 years, with only 23 studies
identified. This number is small in the context of an
estimated (as per our searches of select databases)
>75,000 ADHD studies published in the review period.
Findings highlighted that, despite advances in clinical
care and the development of best practice guidelines
(which incorporate input from consumers), ADHD
consumers still have unmet needs.

Below, we discuss recommendations to address
the unmet needs of ADHD consumers.

Recommendation: Improving access to and quality
of multimodal care provision

Although seminal research studies (MTA Cooperative
Group, 1999) and best practice guidelines (Canadian
ADHD Resource Alliance, 2020; National Institute for
Health and Care Excellence, 2018; Wolraich, Hagan,
Allan, & Chan, 2019) recommend providing multi-
modal treatment, our findings suggest that consumers
often do not have equitable access to a range of
interventions. The barriers to access are challenging
to address, but relevant to neurodevelopmental and
mental health services more generally. Barriers to
multimodal care may arise due to problems with
workforce supply and distribution, the way health
services are structured and the financial burden
placed on consumers. For example, private practition-
ers (psychologists, psychiatrists, paediatricians) tend
to work in isolation, requiring consumer referral to
external services which may involve prohibitive wait
times and costs (Mulraney et al., 2020).

To rectify this, practitioners are encouraged to
work closely with other professionals (Young, Ash-
erson, Lloyd, Absoud, & Arif, 2021) we acknowl-
edge this is likely more easily facilitated within
interdisciplinary clinics (e.g. see Coghill & Seth, 2015
for an example service model and associated
resources). Greater investment from governments is
also required in the form of financial assistance for
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consumers, funding for workforce education/train-
ing and grants to undertake research that aims to
best facilitate the provision of multimodal care
(Young et al., 2021). Other strategies that may
improve access to multimodal service provision
include using telehealth and improved ADHD train-
ing in tertiary education.

Recommendation: Incorporating recovery principles
in care provision

In the mental health field, recovery is conceptualised
as being: (a) “a deeply personal, unique process of
changing one’s attitudes, values, feelings, goals,
skills and/or roles” (Anthony, 1993, p. 527); and
(b) important for living a life where one feels hopeful,
satisfied and able to contribute irrespective of any
limitations resulting from illness or disability
(Anthony, 1993; Green, 2004; Leamy, Bird, Le
Boutillier, Williams, & Slade, 2011). Recovery mod-
els emphasise the importance of advocacy, hope,
autonomy, empowerment and the right to a life that
is inclusive, meaningful and free of discrimination
(Anthony, 1993; Green, 2004). Ensuring that the
care provided to ADHD consumers incorporates
recovery, acceptance of disability and shared man-
agement principles may help to address the identi-
fied need for care that goes beyond pharmacological
treatment (Cheung et al., 2015; Leitch et al., 2019;
Sikirica et al., 2015).

Despite the concept of recovery featuring broadly
in mental health policies across the world (Leamy
et al., 2011; Piat & Sabetti, 2009; Schrank, Bird,
Rudnick, & Slade, 2012), research has scarcely
examined recovery-focused care in the context of
ADHD. Kronenberg, Verkerk-Tamminga, Goossens,
van den Brink, and von Achterberg (2015) report a
personal recovery approach in individuals with sub-
stance use disorder and co-occurring ADHD or
autism, identifying four themes related to recovery:
the crisis associated with diagnosis; dealing with
symptoms and burden; reorganising the individual’s
life; and working towards a meaningful life. More
recently, research has begun to explore the concept
of personal recovery in children with ADHD from the
perspectives of caregivers (Edwards, Rudaizky,
Toner, & Chen, 2020) and adolescents/young adults
with ADHD themselves (Chen et al., 2022). More
research with ADHD consumers and practitioners
working in the area is required to consider what
recovery-based models may look like in the context
of ADHD and whether they address unmet needs.

We suggest that practitioners can help to facilitate
the provision of recovery-focused care by: (a) actively
developing their knowledge and awareness of recov-
ery, acceptance of disability and shared manage-
ment principles; (b) reflecting on whether their work
fosters hope, optimises quality of life and considers
the values, feelings, goals and strengths of ADHD
consumers; and (c) considering how to incorporate
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these concepts into their clinical practice or research
(see Table S4 for suggested resources).

Recommendation: Improving consumer and
community health literacy for ADHD

Although published clinical guidelines (National Insti-
tute for Health and Care Excellence, 2018) recommend
psychoeducation be provided to ADHD consumers, our
findings suggest that practitioner and community
health literacy about ADHD and access to quality
information that promotes consumer health literacy,
informed decision-making and empowered self-
management, remains problematic. To address this,
high-quality ADHD education/training for consumers,
practitioners and teachers is required, along with
education that increases community understanding
of ADHD and reduces stigma (Bisset et al., 2021).
However, evidence-based, best practice guidance on
the content and delivery of ADHD education is cur-
rently lacking, as are psychoeducation resources that:
(a) provide in-depth, consumer-supported ADHD-
related information; (b) avoid judgemental language
that elicits negative ingrained narratives and stereo-
types; and (c) over-emphasise the challenges associ-
ated with having ADHD.

To help address this, with consumer collaboration
the Australian ADHD Professionals Association
(AADPA) recently developed a “Talking About
ADHD” language guide which aims to encourage
the use of language that fosters understanding and
awareness of ADHD, aligns with recovery-focused
principles and is less likely to facilitate the develop-
ment of self-stigma and internalised shame (Aus-
tralian ADHD Professionals Association, 2022). We
suggest this guide be used to update existing
psychoeducation resources and facilitate the devel-
opment of future resources that are more supportive
and less stigmatising of consumer experiences.

Recommendation: Increasing consumer
participation

Genuine integration of consumer experience into
research, service development and ADHD-related
training/education may help address the consumer
needs identified in this review. Use of a participatory
research model, such as the collaborative framework
developed by Fletcher-Watson et al. (2019) for use in
autism research, could guide the integration of
consumer experience into ADHD research, service
development, and training/education. This frame-
work guides researchers, practitioners and con-
sumers to work together to identify key themes
necessary for inspiring and implementing changes
in practice, leading to better translation and
improved outcomes for consumers (Fletcher-
Watson et al., 2019). The National Mental Health
Commission (2017) also provides step-by-step guid-
ance on consumer engagement for practitioners.
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Limitations
There are some limitations to this review including
the exclusion of studies not published in English. As
we intended to review unmet needs more broadly,
the search terms used may not have captured all
relevant studies. Most included studies had small
samples of ADHD consumers and the majority
focused on unmet needs reported by caregivers
(pooled N = 6,506), with only a small, pooled sample
of individuals with ADHD (pooled N = 413). Addi-
tionally, this review did not include consumer-based
ADHD research that has not been peer-reviewed (e.g.
ADHD Australia Limited, 2020; Dundee and Angus
ADHD Support Group, 2018; Parents for ADHD
Advocacy, 2019). Furthermore, a formal qualitative
approach (e.g. reflexive thematic analysis) was not
used to synthesise the results across studies.
Importantly, the recommendations presented in
this paper are only based on published research,
which is likely to privilege certain perspectives (e.g.
European, North American and Australian per-
spectives are featured prominently). Meaningful
comparisons between the different populations
included (e.g. caregivers vs. individuals with ADHD
across different age groups or ethnicities) were not
feasible with the limited studies identified. Future
research should examine this and the unmet needs
of ADHD consumers across more diverse groups (e.g.
women and girls, different ethnicities, LGBTQIA+).
An updated survey of ADHD consumers should be
conducted to support whether the unmet needs
identified in this review are still current, particularly
for populations not represented in this review.
Research should seek further professional and con-
sumer views on the recommendations discussed.

Conclusions

Peer-reviewed research has scarcely examined the
unmet needs of ADHD consumers over the past
10 years. Findings suggest that ADHD consumers
still have substantial needs that are yet to be
addressed. These needs may be addressed by improv-
ingaccess to and quality of multimodal care provision,
incorporating recovery principles into care provision,
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fostering ADHD health literacy and increasing con-
sumer participation in research, service development
and ADHD-related training/education.

Supporting information

Additional supporting information may be found online
in the Supporting Information section at the end of the
article:

Table S1. PRISMA 2009 Checklist.

Table S2. General and database-specific search terms.
Table S3. Quality Assessment.

Table S4. Suggested resources to support developing
knowledge of recovery, acceptance and shared man-
agement principles.

Data S1. Data synthesis coding spreadsheet.
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Key points

improve outcomes.

* Understanding the unmet needs of ADHD consumers can provide critical insight required to address gaps and

* This systematic review found that ADHD consumers have many unmet needs relating to broadly focused
clinical care; ADHD-related education and training for consumers, professionals, educators and the
community; access to services/supports; accommodations in schools; and ongoing research.

* The following is recommended in order to address the unmet needs of ADHD consumers: improving access to
and quality of multimodal care provision; incorporating recovery principles in care provision; improving
consumer and community health literacy for ADHD; and increasing consumer participation.
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