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Abstract

Background: Care for persons with Parkinson’s disease (PD) is to a great extent carried out by care partners. It is
important to understand their needs to ease their burden and help with their important role.

Obijective: To present (I) what is known about needs in caregiving for someone with PD from both qualitative and quan-
titative papers; and (2) to identify research gaps in the existing literature to guide future research.

Methods: A systematic search was conducted, searching PubMed, CINAHL, PsychINFO, and MEDLINE for both quali-
tative and quantitative studies examining care partner needs in Parkinson’s disease published from the start of the data-
bases up to |3 November 2024. The best-fit framework synthesis method was employed for qualitative data extraction
and analysis. The Critical Appraisal Skills Programme (CASP) and the Newcastle-Ottawa Scale (NOS) were used for qual-
ity assessment of studies.

Results: Forty-eight qualitative studies, ten quantitative studies, and three mixed methods studies met the eligibility cri-
teria. All studies were of observational, cross-sectional design. A total of nine themes (the need for information, the need
to be heard, PD healthcare, emotional support, daily living, financial support, skills, care partner physical well-being, and
respite care) were identified from qualitative data and all quantitative data could fit this framework. Quantitative data on
the frequency of needs and when they arise over the course of PD were scarce. Only one quantitative study made use of a
validated measurement instrument to measure care partner needs, the Family Needs Questionnaire.

Conclusions: Care partner needs in PD are wide-ranging. A significant gap identified is the absence of quantitative data
to determine the prevalence, timing, and factor contributing to the needs revealed by the qualitative research.
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Introduction

The care of people with Parkinson’s disease (PD) is to a great
extent carried out by informal care partners (i.e., spouse,
family members).' Due to the progressive nature of the
disease in motor and cognitive domains, more responsibility
for care is gradually placed on care partners over time.'™
Their role as care partners may cause psychological, eco-
nomic, and social burden, which can lead to negative
impact on their own physical and emotional health and
lower quality of life.”~” Addressing the needs of care partners
may improve the carer’s quality of life, and may allow them
to maintain their caregiving role which is associated with
better patient outcomes, or even strengthen the care partners
in their caregiving role, thus improving care for the person
with PD.® Interventions focused on support and providing
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information addressing individual care partner needs have
shown promising results in other neurodegenerative diseases
such as dementia and multiple sclerosis.”'® The objective of
this review is to present (1) what is known about needs in
caregiving for someone with PD from both qualitative and
quantitative papers; and (2) to identify research gaps in the
existing literature to guide future research.

Methods

Methods and results sections are reported based on the
Preferred Reporting Items for Systematic Reviews and
Meta-Analysis (PRISMA) criteria. 1

Literature search

We performed a systematic search through PubMed,
CINAHL, PsychINFO, and MEDLINE on needs in caregiv-
ing in PD following a search strategy on PubMed used in a
prior review.’ A preliminary literature scan on PubMed was
performed to identify search terms and to set up eligibility
criteria. The strategy shown below was used to identify
both qualitative studies and quantitative studies from the
start of the databases until 13 November 2024:

(parkinson disease [MesH Terms] OR Parkinson* [tiab]) AND
(care partners [MesH Terms] OR Spouse [MesH Terms] OR
caretaker* [tiab] OR care partner* [tiab] OR caregiv* [tiab]
OR partner* [tiab] OR spouse* [tiab] OR care partner* [tiab])

Inclusion criteria

Qualitative studies: (1) Reporting on care partner needs,
either directly, or indirectly allowing needs to be inferred
based on reported burdens; and (2) Published in English.

Quantitative studies: (1) Reporting on care partner
needs; and (2) Published in English.

Exclusion criteria

(1) Studies that involved paid care partners; and (2) Review
studies, although the latter were scanned to capture add-
itional relevant papers from their reference list.

Data collection and analysis

The titles and abstracts of all search results were screened
against the inclusion and exclusion criteria by two authors
(MH, CS). A sample check was carried out by CM to
ensure alignment. The full text of articles that potentially
met the eligibility criteria were reviewed and any

discrepancies regarding a final determination of inclusion
were resolved by discussion between authors. Eligible
studies were divided into three categories: qualitative, quan-
titative, and mixed-methods.

The best-fit framework synthesis method was employed
for qualitative data extraction and analysis, where second-
ary thematic synthesis is premised on a primary conceptual
framework. This method uses conceptual frameworks or
theories to identify elements to address a specific research
question.'? The primary conceptual framework used to do
the initial qualitative coding was derived using the items
of the Support Person’s Unmet Needs Survey - Short
Form (SPUN-SF), a validated questionnaire on care
partner needs for persons with cancer, chosen due to its
wide coverage of relevant themes.'* The SPUN-SF contains
items with the following subscales: information needs,
planning for the future, work and finance, health care
access and continuity, personal needs, and emotional
needs. In the course of thematic synthesis, emergent
themes from the qualitative studies were captured and inte-
grated into the framework if the data did not map to any of
the pre-existing themes. The coding process was performed
using QUIRKOS software'* and completed independently
by MH and CS. The derivation of themes was adjusted
through discussions with all authors. Definitions of
themes can be found in the Supplemental Material.
Quantitative study results were mapped to the themes devel-
oped through qualitative data analysis. Quality assessment
was performed independently by MH and CS for individual
qualitative studies using the Critical Appraisal Skills
Programme (CASP) checklist,'® and for individual quanti-
tative studies using the Newcastle-Ottawa Scale (NOS)
for cohort studies.'® Any disagreements were resolved by
consensus.

Results

Search results and study characteristics

Sixty-one studies qualified for inclusion (see Figure 1); 48
qualitative studies, 10 quantitative studies and three
mixed methods studies. The studies were conducted in the
United States (16), the United Kingdom (11), Australia
(6), Sweden (4), the Netherlands (5), Canada (4), Brazil
(2), Germany (2), India (2), Norway (2), and one study
each from China, Denmark, Italy, Korea, Malaysia,
Singapore, and Slovenia. All studies were of observational,
cross-sectional design.

The 51 studies with qualitative data were published
between 2004 and 2024. The sample size of care partners
in studies ranged from four to 36 for qualitative studies.
Most qualitative studies collected data using individual
interviews (n=36), with some using focus group(s) (n=
4), survey (n=2), dyadic interviews (n=2), group inter-
views (n=1) or a mix (n=6). 27-100% of care partners
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Total search results
n = 5086

Articles review full text
n =260

Articles excluded
n=199

Focus on burden n = 59

Focus on coping n= 45

Focus not on needs n = 30
Focus not on informal CP n =23
Focus on person with PD n =18
Analyses of data not specific to
PD care partners n = 11
Reviewn =238

Presentation of results n=5

Articles included in review
n=~61

Qualitative studies
n =48

Quantitative studies
n=10

Mixed method
n=3

Figure |. Search results on PubMed.

identified as female. The mean age of the care partners
ranged from 33-73 years. All studies scored eight or
above out of 10 on the CASP. Qualitative study details
are summarized in Table 1.

The 13 studies with quantitative data were published
between 2003 and 2022. The sample size of care partners
ranged from 12 to 324 for quantitative studies and from
20 up to 353 for mixed-method studies. One study made
use of a validated questionnaire developed to measure
care partner needs in patients with traumatic brain injury,
the Family Needs Questionnaire (FNQ).®*® The FNQ
has 37 items on unmet needs scored as ‘yes’, ‘no’, or ‘par-
tially’ within the following subscales: health information,
emotional support, instrumental support, professional
support, community support network, and involvement
with care. No other studies made use of a validated or pre-
viously published questionnaire to measure care partner
needs, although three studies devised a measurement instru-
ment.®>7%7! The Caregiver Assistance Measure (CAM)
rated 16 items on a Likert scale from 1 (assistance in this
area is not important) to 3 (assistance in this area is very
important) in three dimensions: the need for caregiving
knowledge and skills, the need to find and use community
resources, and the need to access personal assistance ser-
vices.®> Another study asked participants to rate items on
a Likert scale from 1 (no help is needed) to 4 (help
needed all the time)’® and one study used preliminary,

dichotomous data of the Parental Illness Impact Scale
(PIIS).”!

Overall, 55-85% of care partners participating in the
quantitative studies identified as female. The mean time
since diagnosis was mentioned in only three studies and
ranged from nine to 12 years. The mean age of the care part-
ners ranged from 64—71 years. All studies scored four out of
10 or below on the NOS. Details on the quantitative study
characteristics are shown in Table 2.

Identified themes

Nine themes were identified from the analysis of the quali-
tative studies as shown in Table 3. Quantitative studies pro-
vided some supporting data for many but not all of the
themes; no additional themes were identified from the quan-
titative studies.

The need for information

Qualitative results. The need for information was identified
in 30 qualitative studies, and was primarily attributed
to suboptimal communication from health care providers,

including neurologists, general practitioners and PD specialist
nurses, 1519:22-26.2831.32.34.37,39 40.43-45.48.49.54.56-62.66.67.79 0



Journal of Parkinson’s Disease 15(6)

1046

(ponunuod)

(susuraed
9JEd JaW.oy)
(£o1) 49 S| :(ssourred gzSPUBOYISN 9y L
01/8 paiEls 10N pay1ads Jayring 30u ‘Qd (82) 089 %08 ‘%89 I3 3uUd.ind) || Aoaang  (7707) +QV sBuieeD
01/6 () sz pay1ads Jayring 30U ‘Qd () €89 %69 9l SM3IAIUI [eNPIAIPU| /SN (£20T) S MPRYSDS
wsiuosupjJed
[ea1dfae J0u ‘syauows xis
ueyy aqow jo Aduerdadxa ay|
9AeY .>>0_>._0uc_ ue 0] Juasuod
pawuojul apiao.d o3 Aroeded
0l/6 Pa3e3s J0N  Sey ‘Dwoy 3.ed & Ul BulAl| 30U ‘gd ) 99 %65 L SMIIAIIUI [ENPIAIPU| oIN (€207) [ peay
3[eds @S UO Mo|aq
10 90§ JO 2403s Aq paiedipul
Aiiqesip Jo 1835 N O, Sulinp
G JO { \8H ‘sdBaA / < BlIAIID
Jnsougelp [ediul)d dueg uredg
0l/6 ) 21 Ae120g Qd MN Buiploade Q4 OX:74 %16 I SMBIAIIU] [eNPIAIPU| <IN (€207) [ peay
juedidnaed Aq paziuSodau
swoldwAs pue uepiulp Aq
paynuapl Juswaredw aAnIuSod
0l/6 parels 10N asierdads Aq sisouselp gd () T0o9 %L9 9 smalAIUl [enpiAipul 5N (£207) S[ 12081
01/6 paiels 10N pay12ads Jayany 30u ‘qd pajess 10N %L9'99 9¢ SM3IAIUI [eNPIAIPU| I (€207) MY 1R
2"eMION
01/01 () 58 payads Jayring 30U ‘Qd () LoeL %9 4 SM3IAJIRIUI [ENPIAIPUY| (€207) D3 2IRIH
01/8x paiels 10N ¥—C A8H ‘d pajess 10N %001 €l SMBIAIIUI [ENPIAIPU| (¥707) WA UM
elIDIID
onsouelp [edlulpd dueg uledg
0l1/6 pa1E3s 10N A1_1D05 ad N Buipaodde ‘ad pa1eE3s 10N PEMANRIN] 8l dnoug snao4 o8Pl ($707) d BwarRYS
SMIIAJU|
[ENPIAIPUL ‘SMBIAJSIUI m_xcmctwmu
01/6 parEls 10N paypads saying3ou‘ad  (49'6) 6509 %6'SL 6T padred ‘sdnous snaoy (¥707) L 198211y
sJeak
0S—17 Usamiaq d d1yredolpi g SPUBLIRYIDN
01/01 Pa3€IS ION  Uaim pasouselp ‘gd 39suo 3unog (0'8) 05 %E'9S 9l SMIIAIDIUI [eNPIAIPUL 34 (4T0T) MAA dlde)
BIUSAO|S
0l1/6 ps1els 10N paydads usyiany Jou ‘qd pa1els 10N psiels JoN 0l SMBIAJISIUI [BNPIAIPU| e&omv_ Z eluoypy
< dSVD (as e AqiBlg  (Qs F uesy) % d[ewa4 azis 3|dweg udissq Apmg
F uea,) sisouselp aduls a8y

2w Jo uonednp asessig

95eas|p S,UOSUD|Jed UM UOSIIY

saauued aueD)

"S9IPNIS PoylawW paxiw pue sa|pnis aAneenb jo

Sos1491dBIRYD) °| d]qeL



1047

Hulshoff et al.

(ponunuod)

o1/01 (09) €0l pay12ads Jayany 30u ‘Qd (1'9) ¥'59 %L9 8l Aoaang 3N (£107) SO 3nH
epuswep
ou ‘A11jIqow Joj SIDIASP » VSN
0l/6 (T¥) 81'T1  dAnsisse uo Juspuadap Ajje3os ‘ad (88) €1'tL %05 4 SMIIAIRIUL [eNPIAIPU|  (£]0T7) @ uurwW.ISqeH
Jay31y
4o 7 A8H Pue ad 3|qeqo.d
01/01 Pa1eIS 10N 04 BLIRILID djueg urelg MN ‘dd (z8) 59 %18 I SMIIAIIUL [BNPIAIPU| WS (£10T) | BWsIa0g
vsn
w
0l/é6 pa3els JO0N Uw_.tumn_m Jay3lanj jou hﬁ_n_ pajels JO0N pa3e)s JO0N| p=ajels JO0N SMB3IAJR1UI [BNPIAIPU| Aw_ONv X Z34emyss
O_\O_ pa3els JO0N _uw_,tumn_m Jay3lanj jou .ﬁ_n_ p=3els 0N %08 0l SMB3IAJ3IUI [BNPIAIPU|
0l/é6 pa3els JON _uw_.tumam Jay3lanj jou hﬁ_n_ pajels JO0N %08 0t SMBIIAJR1UI [eNPIAIPU| Am | ONV 4S ssunN mmn_0|_
vsn
6€
0l1/6 (Lv) 82 spowad 440 yum ad parels 10N %SS 0T smalAlul [enplApY]  (6107) W Buonsuwiy
Adeasys sujwedop geldN
0l1/6 pa3e1s 10N 03 pagejpJ sgd)| 3uniqyxs ad pa3els 10N %T6 €l dnoug sndoj} AaAJng (0207) 3 umoaddly
ad w_nmn_o._n_ SMIIAJRIUI
0l1/6 (#9) L1I'6 oy BRI Sjueg uresg N ‘Ad (2) 89 %LL 0€ [enpiapul 4aaang SN (070T) WS uepaof
9¢SPUBLIRYION
0l/6 pajess 10N payiads Jayiiny 10U ‘qd (1) £89 %89 £5€ SMBIAJR3UI [BNPIAIPUY| ay1 (0707) +v sunQ
Ay
S€
01/01 paiEls 10N €/9°T A8H ¥T< VOOW ‘ad paiEas 10N %L vl SM3IAIRIUI [ENPIAIU| (0207) D e2204ueD
Qv ym dipy jo pasu
|enaueisqgns e M:_>m£ Jo/pue
9'IS NO 9AY ‘G JO }, sa3eas »eUOPIMS
01/6 PaIEIs 1IN A8H ‘sieak /< oy Od dyredoip| pajels 10N %8L 6 SM3IAIRIUI [ENPIAIPUY| (1707) M 3siabsoy
s3ydnoys ceEPEUED
0l/6 () 9°€1  [euoisnap 3uasaud .10 dARdE ‘Od () esL %L9 4! SMBIAJIR3UI [BNPIAIPUY| (1700 [D yasinag
eulYyD
(43
01/01 () 8ol pay1dads Jayiny 10u ‘ad () ey %LT Sl SMBIAI2UI [ENPIAIPU| (2207) X 8uoyz
| eBISAelELy
0l/6 (ze) 9 payidads uayauny Jou ‘qd pa3els 10N pa3e1s 10N ¥ sdnoug sndo4 (1700 VS qoo¢(
01/6 paiEls 10N pay1dads Jaiyiny 10u ‘qd paiEls 10N %001 ol SMIIAIBIUI [eNPIAIPU| IpU| (]70T) MIS Ulseyg
N
6T
0l1/6 pajess 10N S9Q 4oye saeak ¢—| ‘Qd pajels 10N %08 9l SMBIAI2U] [ENPIAIPU| (2207) § uoowyeys
5 dSVD (as e Aqid3 (s F uesy) % 3ewd az)s s|duwieg udisaq Apmag
F ues|) sisoudelp asuls a3y

[awl] Jo uonednp asessig

9SEISIP S,UOSUD|JEd YIIM UOSI

sJauued aueD)

‘panupuod) °| 3|qeL



Journal of Parkinson’s Disease 15(6)

1048

(ponunuod)

elenasny

0l/é6 pa3els JO0N vw_.tumn_m Jay3lanj jou mﬁ_n_ pajels JON %\ L 1T SMB3IAJR1UI [eNpPIAIPU| AQOONvVon_n_ uospnH
¢oBllesNy

01/8 (0€2) 1€6 pay1dads Jayiny 10u ‘ad (s5°€) 29 %05°L8 8 SM3IAIRIUI [ENPIAIPUY| (6007) dW 2qeDoW

o01/01 pajess 10N $—S'T A%8H ‘Qd () sT¥s %SL () ¥ dnoug snaoq  epeued (6007) S S3IID

01/01 paiEls 10N paseadap ‘Qd paleas 10N %LT Sl dnosg snoo4 5N (0107) o uosseH
owm_ucm_.hwr_uwz 9yl

01/01 (9)9 pay1dads Jayiny 10u ‘qd (8'1) 0'€9 %SL 0 smaIAIIul [enplAIPUl  (]10T) W AN1F 49p ueA
N

01/01 paiEls 10N pay1ads Jayring 30U ‘Qd palEls 10N %S9 9T smotssul enppul  (1107) @ uludneal
g HEWURQ

01/6 () re pay1ads Jayring 30U ‘Qd () 859 %001 ol SMIIAIIU [enplAIpU] (] 107) T pJeeSsuno
,cRIEnsny

0l/é6 p=a3els JON _uw_.:uwn_w Jay3lanj jou ”ﬁ_n_ p=ajels JON p=3els JO0N| 8 SMBIAJRUI u__umxﬂ A_ _ONV 49 uedsung
gg210desuig

01/6 pa1Eas 10N d1edoipr ‘qd pa1Eas 10N %18 1T SMBIAI2U] [ENPIAIPU| (z107) gs ueL
sdno.g snooy VSN

0l/6 pa3els 10N paydads usyiany Jou ‘qd pa3els JoN %0L 0T ‘SMBIAJDIUI [BNPIAIPU| (2107) W Yyroapuaqy
»EPBUED

01/8 (s8) 911 a3e1s a1e9pow ‘gd (66'S) 169 %09 ol SMBIAI2U] [eNPIAIPU| (€107) 739pneag
pauonusw ¢cSPUBIISYISN 3y L

01/01 OXdl 81 >3ISWIW ‘ad 10N %EE Sl smalasul JIpeAQ  (1]07) V Punuiny ueA
25(AemioN))

01/6 pa1eas 10N pay1ads Jayniny 10U ‘Qd pa1Els 10N %L9°99 6 SMBIAI2U] [ENPIAIPU| (#107) | sowy]

SMIIAJNU|

01/01 pa3e1s 10N paydads usyiang Jou ‘qd pa3els 30N pa3els 10N 44 JIpeAp pUE [enpIAIpU| 1sVSN (#102) 11 sireq
0gEPBUED

0l1/8 paiels JoN paydads uayiang Jou ‘qd paiels JoN pa3els J0N paiels JoN smalAasR1ul dnous) (#107) Y ua>peg
& BlIeIsNY

0l1/6 (1) 8l pay123ds Jayany 30u ‘Qd pasess 10N %05 [4 SMIIAISIUL [eNPIAIPU| (§107) 3 sewoy
dnou3 snooy gy USPIMS

01/01 pa1Eas 10N d1pedoipr ‘qd parEas 10N %L L ‘SM3IAJIRIUI [ENPIAIPUY| (5107) D 3s1AbjloH
VSN

01/8 paiels 10N pay1ads Jayring 30U ‘Qd palEls 10N %TTS9 €T SMoIAIRIUL [eNPIAIPU|  (§107) § URIElY HOLIED
o BlRIISNY

01/8 (s9) Te pay1ads Jayring 30U ‘Qd (€€1) 159 %EEEL Sl SM3IAIRIUI [ENPIAIPUY| (5107) W Puejog

i dSVD (as e Aqid3 (s F uesi) % dew?d azs s|duwieg udiseq Apmag

F uea|y) sisoudelp aduls a3y

QW] Jo uonednp asessig

9SBISIP S,UOSUD|JB] YIM UOSId

sJauyued aueD)

‘penunuo) °| IyqeL



Hulshoff et al.

1049

Continued.

Table I.

Person with Parkinson’s disease

Care partners

Disease duration or time

since diagnosis (Mean +

D)

Age

CASP'®

Eligibility criteria

(Mean + SD)

Female %

Sample size

Design

Study

9/10

Not stated

PD, not further specified

713 ()

Not stated

20

Individual interviews

Habermann B* (2005)

USA®®
Davey C (2004) UK®¢

10/10

79% 69.9 (-) PD, experienced repeated falls in  16.7 (-)

14

Individual interviews

the past 12 months
PD, not further specified

9/10

12.83 (-)

73 ()

33%

Individual interviews

Birgersson AMB (2004)
Sweden®’

*: Mixed method study

(-): Not reported

CASP: Critical Appraisal Skills Programme'®

ICB; Impulse control disorder

information needs can be subdivided into five subthemes:
prognostic information for future planning, PD treatment,
care partner education resources, finance, and home-
adaptation. Exemplary quotes illustrating each subtheme are
shown in Table 3. Notably, several qualitative studies
alluded to the imbalance in power dynamics between care
partners and some healthcare providers, resulting in a lack
of open communication. Some of these care partners who
felt they were ill-informed resorted to unreliable internet
sources which elicited fear in care partners provoked
by inaccurate prognostic information.®” Care partners
reported insufficient information on available healthcare
resources.*>>**! Those who were more fully aware of the cur-
rently offered services reported having to actively seek out
and inquire instead of being informed.®!

Quantitative results. The need for information was
addressed in eight quantitative studies,®>0>6871.73.74.77
Twenty US care partners filled out the CAM questionnaire
and rated ‘information about the illness’ and ‘medical treatment
advice’ relatively high with scores of 2.66 and 2.20 on a Likert
scale from 1 to 3. In contrast, only 20% of a Dutch cohort
comprising 141 care partners indicated ‘information about
PD and medication” as a need.” In descending order, ‘informa-
tion on finding and applying for home care services’ was rated
1.89/3, ‘information on community resources’ was rated 1.75/
3, ‘help getting medical equipment and supplies 1.70/3’, ‘infor-
mation on home modification 1.70/3’, ‘help getting affordable
home modifications 1.63/3’, ‘information on applying for
financial assistance 1.45/3’, and ‘information on finding trans-
portation 1.25/3°.%° Information about how to receive social
and financial support’ was addressed as a need by 23% of
care partners and 18% addressed ‘information about possible
strategies for dealing with stress’ as a need.>

Twenty of 89 US care partners who were children of
someone with young onset PD answered ‘yes’ when asked
whether ‘having more information would lead to less feelings
of uncertainty and insecurity’.?® 13.6% of 66 US care partners
reported ‘patient education about diagnosis’ as an area of need
and 60.6% identified ‘planning for the future’ as an area of
need in another study.”’ Sixty-one German care partners for
persons with PD with a mean disease duration of 12 years
were asked about relevant topics for a psychoeducational
group intervention and 41% deemed ‘information on PD
and treatment’ a relevant topic,”’ suggesting that needs in
this domain vary across regions or groups.

Out of 353 Dutch spouses of persons with PD, 49.7%
reported needing support for finding their way in health
care.”* In another study 57.4% of 61 German care partners
deemed information on services for the patient a relevant
topic and 50.8% deemed information on services for relatives
a relevant topic for a psychoeducational intervention.”’
Fifty-four US care partners indicated their need for informa-
tion on several topics and rated ‘managing their emotional
and physical stress’ with 46.3% as the highest identified infor-
mational need.”?
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Table 3. Care partner needs: themes and subthemes identified from the literature.

Theme

Example excerpts and quotes

Qualitative studies (n)

Quantitative studies

(n)

The need for
information

PD prognostic
information for
future planning

PD treatment

Care partner
education resources

Financial

Home adaptation

The need to be
heard

PD healthcare

“When considering the future, patients and

care partners had several questions related
to how their PD would change over time and
how quickly it would change (i.e., speed of
PD illness trajectory). These questions
reflected a desire for information that would
address their personal experiences
compared to an expected PD trajectory and/
or the experiences of others.” *”

“Many patients and informal caregivers

expressed a desire to be actively involved,
and to be able to participate in shared
decision-making with their professional
caregivers. However, they identified a
current lack of information.” °

“Information from health and social care

professionals was felt to be patchy and not
forthcoming, which led carers to seek
information on the internet, from other
people with the condition or elsewhere —
Yes, we would use the internet a good bit and
also there are a lot of ledflets that they
[PDUK] publish. Go round finding out of the
people (PDS group) what drug they are on
and if | see any improvement. But then | am
able to talk to them.” °

“And | am really concerned. Will we outlive our

money? | think financial education is about
how you go about knowing. You know, nobody
can predict, per se, but a year ago the doctor
told us - one of the doctors - said my husband
would be in need of nursing care.”

“There were difficulties accessing information

about entitlements, benefits and equipment.
Most were not aware what help was
available, to what they were entitled or
whom to contact and were unsure how to
complete the necessary forms, viewing the
process as very time-consuming. This
resulted in some not even claiming for
support with others only finding out by
chance what was available.” >

“Over the period of time it had made me feel that |

am just a caregiver, | need to be heard!” >

“It’s always him (neurologist) and Jack, and he

doesn’t ask me how I feel. .. it didn’t occur to me
that he should ask me, but I guess the primary
care as far as he’s concerned is Jack.” >

“Some caregivers suggested that the healthcare

system could be improved if a more
integrated approach to providing PD services
were adopted.” >

“Former carers agreed that they should have

been provided with a more integrated care
package.” ¢!

0 18,19,22-26,28,31,32,34,37,39,40,43—
45,48,49,54,56-62,66,67,79

1 2I8,I9,2I,22,30,35,36,43,46,56,60,79

16 19,20,24,26,34,45,46,50,52,53,56,57,59,62

828,53,65,68,7 1,73,74,77

|28

736.70.7 1,74-77

(continued)
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Table 3. Continued.

Theme

Example excerpts and quotes

Qualitative studies (n)

Quantitative studies

(n)

Emotional support

Daily living (assisted
living and home
adaptations)

Financial support

Skills for providing
care

Care partner
physical
well-being

Respite care

“I couldn’t say | have received it (support) in
any way... you kind of... you just get on with
it... nobody really knows, actually knows
how bad things are... you do just feel
isolated and you have no-one to turn to.

“In addition, many carers experienced a
sudden loss of contact from health and social
care professionals and social support
agencies, resulting in loneliness.” ©'

“Another caregiver frequently mentioned a
need for assistance with activities of daily
living, usually in the morning.” ¢*

“For the informal caregivers who did not live
together with the patient, the starting point
to discuss a move to a residential care
facility was clearer, when it became
obvious that the support provided by the
home health care and social services was
not sufficient.” 3*

“So | need to make sure that | keep working to
help pay for all the bills and cause the
insurance is through my work.” *3

“When will | stop working? When will my
partner stop working? (...) We need to have
money for a care home for home
adjustments. Those are pretty hard time.

“I have no experience of nursing, and to help
someone to dress, you maybe do it
backwards.” ¢’

“Yeah, the ultimate is me not being able to be
trained enough because | am not medical
you know? | don’t have any medical training
to care for him.” 3

“Both carers identified a need for physical
strengthening exercises to increase their
ability to complete manual handling
tasks.” *°

“I worry that if | will fall sick. | cannot get sick
because I'm a caregiver....the main thing
I’m really worried about is my health. | have
to keep fit and continue to work.” >

“As you can see, | don’t want to go on holiday
because if I go on holiday then | will feel guilty
because I will leave my mum and maid
behind. I don’t want to get somewhere and
then feel bad.” ¢

“I would like to have some time to the grocery
store or go to the library things like that.
Because she can’t transfer, | can’t leave
her.” *4

» 46

» 18

34 17-19,22,24,26,28,29,31-33,37,38,40—
48,50,51,54-56,58,60-62,64,67,79

12 17,25,34,35,37,43,50,54,57,62,64,66

12 18,19,32,37,38,43-45,56,59,62,64

627,35.43.6 1,66,67

8 18,30,43,49,56,58,59,66

26 18,24,28,34,43,44,56,57,59,61,66,67,79—,
20,23,29,30,32,33,40,42,46,51,52,63,64

828,36,65.7 1,72,77,78

65,70,71
3

328.70,74

728,36.65,70,7 1,77,78

628,36,65,70,77,78

The need to be heard

in 12 qualitative studies.

18,19,21,22,30,35,36,43,46,56,60,79 An

Italian care partner expressed a yearning to share her senti-

Qualitative results. Spousal care partners expressed the

need for their feelings or thoughts to be heard by others

ments: “I think that sharing my fears and my thoughts could
help me in understanding myself better”.*® Similarly a
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Chinese care partner who indicated a need for a communi-
cation platform for care partners to get together: “I even
thought of doing it myself, setting up a QQ chat room
(online platform) for patients with PD and their families”.>
Some US female care partners addressed a paucity of regard
for their wellness and attributed it to their gender role:
“Only two people have asked how are you? To me. How
am I? It just doesn’t happen. How is Steve? We, just as
women, are taught anyway not to talk about ourselves
and to be the focus of attention. And it’s like if somebody
asks me: how are you? They just work their way into my
heart, that’s what I need’”

Quantitative results. In a Dutch study with 141 care part-
ners, 38% reported ‘learning to communicate based on your
own needs and wishes as a need.?®

Parkinson’s disease healthcare

Qualitative results. Care partners expressed the need for
better organization of multidisciplinary care services for
PD,19:20.24.26313445.46.50.52.53.56.57.596162 <[ koon  saying
we need better services and solutions. What we have now
is not enough and it’s all over the place. Hospitals could
package services into one center with one slot of time
where you can do speech (speech therapy), physio (physio-
therapy) and all that”>° Care partners from a UK study
uttered their frustrations about the inadequate accessibility
to services: “Many caregivers described a consuming
search, going round in circles to access services or
getting caught up in a lot of bureaucracy (Caregiver
14)’ ** In areas that do offer complementary care services,
the lack of coordination and affordability add another
layer of barrier. A Canadian care partner spoke of their
need for a solution: “You know for people who can’t
afford it and just yeah, if it was all in one building that
would be amazing and if we didn’t have 50 million different
places and like try to figure out if they’re able to do it and
care for the people” %*

Quantitative results. Seven out of 13 studies reported on
PD healthcare needs.*®’%""7*="7 An early onset diagnosis
was reported by 15.2% of 66 US care partners as an area
of need.”” Three studies reported on access to health care:
41% of 58 Swedish care partners reported insufficient
access to health/social services during the past six months
versus 9% of an age-matched control group,’® out of 353
Dutch spouses of persons with PD 31.9% needed support
for dealing with health care contacts,36 and 48.3% of 89
children of young onset PD answered ‘yes’ when asked
‘would help to be able to talk to local services about help
provided to parent’.”! Care partners also reported a need
for access to palliative care in a study of 141 Australian
care partners with a disease duration of almost 10 years
rated information access to palliative care was rated 3.3
on a Likert scale from 1 to 4.”° A Korean study with 151

care partners reported that 46% thought that the government
should politically take into consideration a family
support system, 25% thought that the government
should take into consideration reinforcement of educa-
tion for PD and PD treatments, and 22% that the govern-
ment should take into consideration support training of
specialized institutions and specialists.””> Sixty-one
German care partners were asked about relevant topics
for a psychoeducational group intervention: 59% identi-
fied a need for information on care as a relevant topic,
57.4% information on services for the patient, and
50.8% on services for relatives.”*

Emotional support

Qualitative results. Emotional support can be divided into
emotional support from social networks and emotional
support from the healthcare practitioner(s). Care partners’
need for emotional support from social networks may not
be sufficiently met, as reported by 21 of the qualitative
studies, |7:22:2426.28.29.31-33,38.40-42.45.50,51,55.56.61.64.79 g
example spousal care partners included in an Australian
study reflected on the lack of emotional support from
their children and extended social network: “I feel angry
and bitter and frustrated because even just a phone call
to say how you are doing mum, or would you like us to
take dad out for the afternoon and you have a break, you
know. Something, even if it was just a conversation
(No.177)”%* A care partner in a US study also spoke
about the lack of availability of support systems having a
negative impact on their wellbeing. They explicitly stated
a need for empathy and emotional support.>

Care partners’ need for emotional support from their
healthcare providers was identified in 23 studies included
in this review 8:19:22:24.2631-33,37.40.43-48.54,58,60-62.67.79
For example, Swedish care partners emphasized the import-
ance of receiving emotional support and validation from PD
specialist nurses, such as being recognized for their relent-
less efforts of caring for the person with PD or offering
companionship to care partners when they are feeling vul-
nerable.”® Care partners’ need for emotional support may
remain even after the passing of the person with PD; care
partners in a UK study reported experiencing a loss of
contact from all of their healthcare providers after the
passing of their spouses which worsened their feelings of
loneliness.®'

Quantitative results. In a US study with 324 care part-
ners, the second most common need identified was emo-
tional support (by 83%). 38% reported the informal help
and social support they were receiving was far less than
they needed and 12% responded ‘not at all’ when asked if
they knew where and how to request help from others.”®
22% of 353 Dutch spouses needed support for maintaining
social contacts. They also needed support for dealing with
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losses (42.2%), dealing with uncertainty and feelings of
shame and guilt (23.6%), and for intimate relations and
sexuality (16.5%).%® In a Dutch study with 141 care part-
ners, the most frequently reported emotional support need
was ‘dealing with a changing relationship with the person
with PD (26%)’, followed by ‘taking care of myself as a
caregiver (25%)’, ‘dealing with changing relations and
reactions from environment (19%)’, and ‘accepting my
own/new role as an informal -caregiver (15%)’.28
‘Adjustment to the diagnosis’ was reported as an area of
need by 19.7% of 66 US care partners. Other areas of
need related to emotional support identified were ‘stress
management’ 37.9%, ‘caregiver stress’ 45.5%, and ‘rela-
tionship changes’ 59.1%.” 42.7% of 89 US children of
young onset PD answered ‘yes’ when asked ‘helps to
have contact with people in similar circumstances e.g.,
support groups’.”" Similarly ‘a chance to talk with other
caregivers’ received an average rating of 2.35/3 by 20 US
care partners that filled out the CAM questionnaire.®’

Regarding relevant topics for a psychoeducational group
intervention, 61 German care partners 59% identified ‘stress
management’ a relevant topic, 50.8% ‘receiving social
support’, 50.8% ‘coping with anxiety and depression’, 42.6%
‘promoting well-being’, 39.9% ‘sharing experiences with
other relatives’, and 34.4% ‘expressing needs and desires’.”*

Two studies reported on emotional support from the
healthcare practitioner: 23.6% of 89 children of young
onset PD answered ‘yes’ when asked ‘would like the oppor-
tunity to have counselling’’! and of 20 US care partners that
filled out the CAM questionnaire, they rated ‘individual
counselling to help me cope’ 1.75/3.°° One online survey
study with 22 care partners reported a ‘severe to very
severe’ need for resourcefulness training compromising
three social (help-seeking) and five personal (self-help)
resourcefulness skills intended to support emotional
health among other aspects of well-being.””

Daily living (assisted living and home adaptation)

Qualitative results. As the person with PD’s health deterio-
rates, care partners may find themselves struggling with the
increasing responsibilities and eventually the need to admit
them into an assisted living facility: “And I have spoken to
my dad about it and I have said to him — I have got to put my
kids first, same as you would have put me first, you have to
go (1071)”.% The need for guidance related to daily living
adjustments was identified in 12 studies.'”?>-343%-3743
50:54.57.62.64.66 por example, a care partner explained: “Jt
would be really nice to have a person who would come in
but with a complete understanding of all his needs. The
caregiver who comes in now, she doesn’t know enough
about him to do that”.*® Information on how to apply for
housing adaptations and how to get occupational therapists
involved in the process were also identified as needs.** A

spousal care partner participant in another US study
reported being unsure when they should start considering
assisted living: “What does everybody else do? How do
you know when it’s time to say you need somebody full-time
in the evening and daytime, when do we need to consider
assisted living or nursing homes? I don’t know if there
are any trigger points for that because he’s not there yet,
I don’t think” >’

Quantitative results. There are three studies that addressed
this theme, but in contrast to the qualitative studies they
focused on the services and care needed rather than guidance
on choosing or accessing these. On the CAM questionnaire,
‘assistance with the household chores’ was rated 1.90/3.%°
69.7% of 89 children of young onset person with PD
answered ‘yes’ when asked ‘think more help (e.g., meals on
wheels, physiotherapy) should be provided’ and 55.1%
answered ‘yes’ when asked ‘outside help available to help
care for parent with PD*.”" 141 care partners from Australia
for persons with PD with a mean disease duration of almost
10 years rated the following needs: ‘equipment for daily
living’ (3.00/4), ‘home support services day’ (2.37/4) and
‘home support services night’ (1.93/4), and’ reliable
ongoing dependable support workers (2.84/4).”°

Financial support

Qualitative results. Twelve studies included in the review
identified the financial issues faced by persons with PD
and their informal care partners.18’19’32’37’38’4345’56’59’62’64
For some families, their savings were threatened due to the
cost of medications and other treatments. For example, a
care partner from a US study identified their need for a finan-
cial advisor: “I could use someone to help us look at - Ok,
here is how much money you have (...)- you can afford
these, and you probably can’t afford these - That kind of
thing will be helpful. - female, 63”.** Another US care
partner described feeling concerned about whether or not
their retirement savings will suffice and a similar need for
financial education pertaining to PD: “I was talking to a
social worker who said there are real problems down the
road financially if you have assisted living and I need to
know more about that to prepare financially”.>’

Quantitative results. Australian care partners rated finan-
cial assistance for care 2.72/4.”" Almost half (45.9%) of 61
German care partners deemed receiving financial support a
relevant topic for a group intervention.”* Out of 141 Dutch
care partners, 23% identified ‘information about how to
receive social and financial support’ as a need.?®

Skills for providing care

Qualitative results. Informal care partners in six qualita-
tive studies reported wanting to learn how to use
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PD-specific equipment properly in order to physically assist
their care recipients in daily activities and how to strategic-
ally manage falls 2343616667 Eor example, a US care
partner stated: “Maybe something on teaching caregivers
how to deal with that. How to make them fall. I mean you
can’t catch them, cause you’ll hurt yourself. But helping
them fall so they don’t hurt themselves or you. Or anything
else, right? Or any of the first aid. I mean I have to be first
aid, CPR trained. But they don’t teach you some of that
stuff for specific issues”.*> An Italian care partner indicated
wanting to receive first aid training: “My father is old, and
I have the fear of what to do if something happens at
home, for example, a heart attack or a bad fall or if he
loses consciousness”.>

Quantitative results. Care partners listed skills needs for
providing care in a total of seven quantitative
studies.2*=-0570-7L77.78 f 353 Dutch spouses of persons
with PD, 34.8% needed support for recognizing body
signals and taking these into account.>® A US study
reported that of 324 PD care partners, the third most
common problem (32%) was the need for behavioral man-
agement.”® 31.8% of Dutch care partners reported emo-
tional changes as an area of need and 27.3% reported
personality and behavior issues that they felt unequipped
with the skills to address.>® 42% out of 141 care partners
identified recognizing signals in the person with PD (e.g.,
depression, dementia, hallucinations) as a need, 26%
dealing with psychosocial consequences in PD (e.g.,
anxiety, depression), and 20% developing skills for
dealing with stressful situations.*®

39.3% of 89 children of persons with young onset PD
answered ‘yes’ when asked ‘would help to have training
in giving practical care’,”" ‘training to improve my caregiv-
ing skills’ was rated 2.25/3 on the CAM questionnaire by 20
US care partners,® information about how to provide care
was rated 3.31/4 by 141 Australian care partners.””
Communication skills were addressed in several quantita-
tive studies: family communication earned an average
rating of 2.5/4 by 141 Australian care partners, 41% of 61
German care partners deemed improving communication
with the patient a relevant topic for a group intervention,”’
and ‘learning how to talk with health professionals more
effectively’ was rated 2.1/3 on the CAM questionnaire by
US participants.®®

Other areas of skills needs endorsed by 66 US care part-
ners were lifestyle changes (e.g., safety, travel, driving,
71.2%), wellness strategies (e.g., exercise, nutrition, spiritu-
ality, 57.6%) and thinking strategies (e.g., attention,
memory, problem solving, 57.6%).”

Care partner physical well-being

Qualitative results. Eight studies included care partners
who felt the need to take a step back and take care of

their physical health,'8-9:43-49-36-38:59-66 R example, an
Irish care partner explained: “I've found that catching him
strains my arms and shoulders. My right hip is a bit arth-
ritic and that went completely about six years ago. Then [
had a slipped disc about three years ago and now I have
this flipping shoulder. I put it down to catching him, I'm
not going to get him up, I'm going to have to get help”.%°
Many care partners in the same study reported being
troubled with pain and strain from physically supporting
the person with PD on a daily basis.®®

Quantitative results. There were no quantitative results
related to care partner physical well-being.

Respite care

Qualitative results. Care partners in a total of 26 studies

included in this review identified their need for respite
care, 18:20:23.24.28-30,32-34,40.42—

44,46,51,52,56,57,59,61,63,64,66,67,79
; For example, a care partner

in a Swedish study illustrated her need for some undisturbed
sleep: “Last night I did not sleep more than two hours at the
time, maybe just one. You have to make sure you get to sleep
for another little while, so it will get better again”.**
Although many care partners recognize their need for
respite care and may have access to this service, care part-
ners expressed difficulty leaving their care responsibilities
because of the guilt they experience leaving the person
with PD. A care partner in the same Singaporean study
described, “As you can see, I don’t want to go on holiday
because if I go on holiday then I will feel guilty because I
will leave my mum and maid behind. I don’t want to get
somewhere and then feel bad”>® Although they are
aware of the importance of having time away, many care
partners have reported not being able to do so because of
the person with PD’s dependency on them.

Many informal care partners juggle multiple roles and
are overwhelmed with competing responsibilities.****°
A Singaporean care partner shared their need to attend to
the caregiving of their elderly mother while taking care of
their husband who has PD: “I also have to take care of
my aged mother, take care of my mum and take care of
my husband. My mum also sometimes gives me problems...
she is also sick” >

Quantitative results. Respite care was featured in six
quantitative  studies.?®363797778 1t was  the most
common need reported in a study of 324 US care partners
(by 85%)’® and the most common need reported in a
study of 141 Dutch care partners (by 44%).>® Out of 353
Dutch spouses, 34% needed support for balancing rest
and activity and 18% needed support for adjusting personal
interests and ambitions.*® On the CAM questionnaire,
‘someone to come and stay in the home so I can get some
time for myself” was rated 1.56/3 by 20 US care partners.®’
Care partners rated respite during the day as 2.33/4 and
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during the night as 1.8/4.7° In just one study from the US,
22.7% of 66 care partners said that work related issues
were an area of need.”’

Discussion

We identified nine themes of care partner needs in our
review, all from the qualitative literature. The quantitative
literature was sparse, and had significant methodological
shortcomings. We will discuss these findings and implica-
tions for future research.

A major theme emerging from our review concerned
‘information’, which spanned various topics (see Table 3).
Information on each topic, provided by healthcare practi-
tioners, is needed to inform care partners and this need
scored highest on the CAM questionnaire.®> We also iden-
tified ‘skills’ related to caregiving including skills for
dealing with non-motor symptoms, general caregiving
skills, communication skills with either the persons with
PD or healthcare practitioners and how to deal with logis-
tical problems as another important category of information
needs. “’Skills” as an important need was supported by the
quantitative literature; also being highly rated on the CAM
questionnaire® and being the third highest ranked need in
another study.”® Both information and skills needs could
potentially be met with relatively low cost interventions
and could be cost-effective, enabling care partners to iden-
tify and address issues earlier before they lead to significant
morbidity for the care recipient, and reducing care partner
burden. Although major categories within these needs are
identified, the specific disease-related information and
skills needed are not described extensively. Further, infor-
mation on when these needs are most commonly encoun-
tered in the PD disease process is lacking.

Across all needs, the need for ‘respite care’ was ranked
third according to the number of qualitative studies identi-
fying it as a need and it was the most reported need in
two quantitative studies,”®”® though it scored lower in
others.*®%>70 Respite was described as providing both per-
sonal time off for the care partners and time to take care of
other responsibilities. Potential contributors to the need for
respite, for example other responsibilities, being the only
care partner, and work, should be studied more in depth.
Care partner respite in PD is positively associated with
quality of life, and given the relationship between care
partner well-being and respite, these findings suggest that
provision of respite services should be a priority for
health care systems and agencies.®*®!

Family and friends can also be a source of respite for care
partners. However, a lack of appreciation for the burdens
borne by care partners was a commonly cited perception,
and may contribute to a lack of offers of help from these
informal sources. Supporting care partners in reaching out
for such support where available could be an effective inter-
vention by health care teams, as could advocacy efforts in

the PD community highlighting the burden on care partners
and the need for respite. Such interventions can also con-
tribute to emotional support, which was identified as the
second highest need in one study.”®

Related to care partner support, ‘the need to be heard’
was mentioned in only one quantitative study,”® and ‘care
partner physical well-being” was not addressed at all in
quantitative studies, yet they were both mentioned as
major concerns in qualitative studies.

The theme ‘daily living’ was identified in 12 qualitative
studies and was addressed in three quantitative studies.
Though it did not score high on the CAM questionnaire,®
other studies outlined higher needs in this theme, yet again
more specific needs (household chores, support workers,
home support, etc.) and associations to this theme were
not studied.”””" It is clear that care partners need more
assistance with how to anticipate the need for and obtain
appropriate additional support for the care of the person
with PD.

‘PD healthcare’ was deemed important in qualitative
data, but quantitative data available on this theme seemed
to portray moderate need on this subject, with half of the
care partners in need of help in finding their way in PD
healthcare®® and relatively low scores on the CAM ques-
tionnaire regarding this theme.®

The least frequently mentioned themes in qualitative
research were ‘skills for providing care’, mentioned in six
studies, ‘care partner physical well-being’ mentioned in
eight studies, and ‘financial support’ and ‘the need to be
heard’ both mentioned in 12 studies each.

The majority of data found were from qualitative studies.
Data from qualitative studies lend themselves well to
describe the range of experiences of participants and their
attendant needs. We used these descriptive data to create
a logical narrative to frame the care partner needs in PD.
Quantitative data can inform us regarding the prevalence
and relative importance of specific needs and their associa-
tions. All quantitative data found could be placed in the
framework of needs created from the qualitative data.
Because quantitative data were scarce and because individ-
ual quantitative studies did not cover the range of care
partner needs demonstrated in the qualitative literature,
we were unable to clearly identify the most prevalent care
partner needs. Similarly, the quantitative data available do
not allow us to identify a timeline of needs in the course
of PD. Quantitative studies identified were often not primar-
ily focused on care partner outcomes and were of poor
methodologic quality. The low scores on the NOS'® were
largely due to the failure of representativeness and selection
of the cohort and because a validated measurement instru-
ment was not used.

Only one study®® used an established tool for measuring
care partner needs, although the FNQ was originally devel-
oped for addressing care partner needs in traumatic brain
injury.®® One study made use of a questionnaire specifically
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designed to measure care partner needs, the CAM, although
this scale was developed for use in the same study and has
not been validated, nor been used in other studies to our
knowledge. Despite these limitations, the CAM was the
broadest instrument used in the studies included in this
review.®® It highlights most of the nine themes found in
this review with the exception of ‘care partner physical
well-being’ and ‘skills.” There are several studies that use
questionnaires that include items on care partner needs
but also address other topics.”®**’7 Eleven items on the
prevalence of caregiver needs were part of a larger survey
in another study, addressing ‘information’, ‘PD healthcare’,
‘emotional support’, ‘skills’, and ‘respite care’.”’ The need
for support and received support for several themes were
covered in two online surveys.”®*® These studies leave a
number of the themes we identified unaddressed; all
remaining quantitative studies made use of custom
surveys with few items addressing care partner needs.

Potentially useful measurement instruments for future
quantitative studies in this field can be identified from
studies not included in our review. For the framework for
our review, we used the SPUN-SF, a validated question-
naire on care partner needs for persons with cancer, due
to its extensive coverage of themes. The SPUN-SF contains
26 items on information (6 items), the future (3 items), work
and finance (5 items), healthcare access and continuity (5
items), personal needs (4 items).13 We identified two
themes that were not represented in the SPUN-SF: ‘care
partner physical well-being’ and ‘respite care.” Therefore,
modifications would be called for before adaptation in PD
care partner needs research. At least two studies®>®* not
covered in our review (due to not focusing on needs)
have used the Belastungsfragebogen Parkinson angehori-
gen—kurzversion (BELA-A-k), that addresses the needs of
care partners of people living with PD specifically.
BELA-A-k is a 15-item questionnaire published in
German, Dutch, and French which asks care partners to
score the themes ‘achievement capability/physical symp-
toms,” ‘fear/emotional symptoms,” ‘social functioning,’
and ‘partner-bonding/family’ on a 5-point Likert scale for
both bothersomeness and need for help.®*

Other questionnaires designed to address care partner
needs do exist,85 but we are unaware of other needs ques-
tionnaires specific to PD care partners. Quantitative
research in care partner needs in PD could benefit from a
more comprehensive yet dedicated instrument that is
informed by the breadth of qualitative research in this field.

Despite the large number of qualitative studies regarding
care partner needs in PD, many questions remain relatively
unexplored. The majority of care partners of studies in this
review were of female gender. Gender differences in care
partner needs were rarely investigated in quantitative
studies, but other research suggests the potential for import-
ance differences; informal caregiving resources have been
found to be less available for women than men living

with PD.® Gender disparities in care partner needs should
therefore be investigated in future research.

Most studies were carried out in Western countries and
conclusions of the review may not be generalizable to
other cultures or to countries with non-similar healthcare
systems. One quantitative study did investigate differences
in care partner unmet needs in PD in Mexico and the US and
concluded that care partners in the US were at increased risk
for poor emotional and community support compared to
care partners in Mexico.®® More emphasis on cross-cultural
differences and the effect of healthcare system differences
in care partner needs should be considered for investigation
in future research.

Care partners in quantitative studies were either spouse,
family members, children or this was not clearly stated.
Care partner needs and the association with their relation
to the person with PD were not investigated, although
known relationships between care partner / recipient rela-
tionships, burden, and quality of life suggest that needs
may indeed differ.®”"*°

The fulfilment of the care partner role was described in
many studies; whether they had other care partners
helping out, home assistance or were still working besides
their caregiving role. Associations with the scope of the
caregiving role were not tested in quantitative studies, and
it’s diversity raises questions how care partner needs
could be affected as for instance job and family demands
are associated with care partner strain.”®

Advanced therapies for PD, as deep brain stimulation
(DBS), and care partner needs were the focus of only one
qualitative paper.”’ The effect of DBS on care partner
burden has been studied,91’92 but the effect of DBS or
other advanced therapies on care partner needs still
remains an area of interest.

To our knowledge, this is the only systematic review that
has explored care partner needs in PD to date. Previous
reviews rather focused on care partner experiences, partially
covering care partner needs, and included qualitative litera-
ture only.”*** Care partner burden has been studied to a
greater extent in both cross-sectional and longitudinal
studies, but there is a conceptual difference between
needs and burden, even though they are two intricately
interwoven topics. Burden can arise from unmet needs
but could also arise unrelated to any need, as being a care
partner is a demanding task itself. Conversely, needs arise
from burden whether already experienced or foreseen, and
addressing them could therefore alleviate burden when
addressed. Thus understanding the needs of care partners
and how they evolve across the journey of PD is critically
important.”

An important limitation of this review is that it includes
English literature only. We have seen variation in needs
across studies reflecting differences between populations,
which may be even greater if non-English languages were
included. Another limitation was that the prevalence of
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the needs identified cannot be fully elucidated given the
limited number and low quality of the quantitative studies
found.

This review provides an overview of what is currently
known about care partner needs in Parkinson’s disease
and highlights important gaps in quantitative literature.
More studies of mostly quantitative design are needed to
identify and understand the relative frequency of care
partner needs and when to expect these needs in the
normal progression of PD. Validated measurement tools
for care partner needs in PD are needed to facilitate this
work. Knowledge emerging from such studies will be crit-
ical to appropriately target resource development and
service delivery to help care partners in their important
and indispensable role in PD.
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