	Table 1. Characteristics of included studies
	
	
	
	
	

	Study No.
	Author (Year)
	Country/region 
	Study design
	Illness or diagnosis
	Target population of which their needs were captured 
	Perspective reported by:
	Measurement of psychosocial-spiritual outcomes
	Definition of End-of-Life (EoL)

	1
	Abbott et al. (2017) [52]
	United Kingdom
	Qualitative study
	Duchenne muscular dystrophy (DMD)
	PwPDs
	PwPDs
	Semi-structured interviews on participants' views on ‘end of life care issues, conversations and decision making.’ 
	Not reported, discussed EoL

	2
	Addington-Hall et al. (1995) [39]
	United Kingdom
	Cohort study (quantitative descriptive)
	Stroke
	PwPDs, family members
	Family members, healthcare professionals (staff in nursing or residential home)
	Structured interview using adapted version of schedule by Cartwright and Seale to capture the deceased's health problems and restrictions; sources of informal and formal care and the respondent’s experience of caring for the deceased; the deceased’s use of and respondent’s satisfaction with community and healthcare services; information from and communication with health professionals; and the respondent’s experience of bereavement and bereavement care.
	Retrospective account of the deceased's last year of life (including the reporting of mood symptoms in the last week of life)

	3
	Albert et al. (2009)* [53]
	United States of America
	Cohort study (quantitative non-randomised)
	Amyotrophic lateral sclerosis (ALS)
	PwPDs and unpaid caregivers
	Unpaid caregivers
	Clinical psychologist reviewed all Patient Health Questionnaire (PHQ) assessments to assign DSM-IV depression diagnoses; ALS Functional Rating Scale-Revised (ALSFRS-R); Zarit Burden Scale; Folman's measure of caregiving satisfaction (caregiver burden data not reported). Patient service and medication use measured via caregiver reports.
	Prognosis by physiological indicator (<50% forced vital capacity )

	4
	Ando et al. (2019) [54]
	United Kingdom
	Qualitative study
	Amyotrophic lateral sclerosis (ALS)
	PwPDs
	PwPDs
	Semi-structured interviews to explore factors that are important for QoL of people with ALS.
	Not reported, discussed EoL

	5
	Aoun et al. (2010) [55]
	Australia
	Cross sectional study (quantitative non-randomised)
	Neurodegenerative diseases (NDD)
	Family members, friends, or caregivers who had cared for someone close that died from NDD
	Family members, friends, or caregivers
	Use of systematic area sampling survey (South Australian Health Omnibus) to assess health beliefs and health behaviours. Specific items from the survey related to EoL care and caregiver unmet needs were collected for the study.
	Retrospective account of the deceased's last 5 years of life

	6
	Belperio et al. (2023) [27]
	Australia
	Qualitative study
	Long-standing physical disability
	PwPDs, family members, and health and disability care providers (disability support worker, bereavement counsellor, supported accommodation manager, speech pathologist, area manager, nurse practitioner, clinical nurse educator, general manager)
	Health and disability care providers
	Semi-structured interviews to gain insight into perspectives of health and disability care providers about perceived barriers and facilitators of optimal EoL care for adults with long-standing disability.
	Not reported; discussed EoL. EoL defined as last 12 months of life

	7
	Brownlee et al. (2012) [56]
	United States of America
	Cohort study (quantitative descriptive)
	Amyotrophic lateral sclerosis (ALS)
	PwPDs, family members
	Family members
	Survey contained items to basic problems with intelligibility and communication strategies at the three time intervals preceding death. One item was added for the second wave of data collection to evaluate communication strategies with a variety of individuals within the social network.
	Retrospective account of the deceased's last 6 months of life

	8
	Buzgova et al. (2020) [58]
	Czech Republic
	Cross sectional study (quantitative non-randomised)
	Multiple sclerosis (MS)
	PwPDs, family members
	PwPDs, family members
	Progressive Neurological Diseases Quality of Life (PNDQoL)
	Prognosis by clinical assessment (Palliative Performance Scale ≤ 70 points)

	9
	Buzgova et al. (2019) [57]
	Czech Republic
	Qualitative study
	Progressive neurological diseases including multiple sclerosis (MS), Parkinson's disease (PD), atypical parkinsonism, Huntington's disease (HD), motor neurone disease (MND)
	PwPDs, family members, health and social care professionals (doctors, nurses, physiotherapists, occupational therapists, social workers, psychologists, and hospital chaplains)
	Patient, family members, healthcare and social professionals
	Individual interviews with patients, caregivers and healthcare professionals, and focus groups with health care and social professionals on the unmet needs of patients with progressive neurological disease.
	Not reported, discussed EoL 

	10
	Cerilli et al. (2023) [59]
	United States of America
	Qualitative study
	Older Deaf ASL users; diagnosis unclear
	PwPDs
	Patient
	Semi-structured interviews on the participants' experiences with advance care planning.
	Not reported, discussed EoL 

	11
	Cheong et al. (2024) [60]
	United Kingdom
	Cross sectional study (quantitative descriptive)
	Multiple system atrophy (MSA)
	PwPDs, former carers
	PwPDs, former carers
	Survey sent to people with MSA and former carers to assess physical, emotional, personal, and financial impact of MSA and support received.
	Not reported for participating people with MSA; retrospective account of the latest stage of disease including at the EoL by former carers

	12
	Cohen-Mansfield et al. (2020) [61]
	Israel
	Mixed-methods cross-sectional study (qualitative and quantitative non-randomised)
	Advanced dementia or significant physical disability
	Family members
	Family members
	Quantitative: Questions related to the caregivers' relationship to family and friends, past experience with EoL, willingness to be dependent on others, quality of life values inventory (five statements related to preference for extension of life versus QoL), will to live, preferences for end of life care ((i) care in a nursing home/long term care institution, (ii) care by a caregiver at home, (iii) care by family at home, (iv) suicide, (v) euthanasia), perceived influences on EoL decisions.
Qualitative: Open-ended comments to explore the reasons behind participants’ preferences for care options as identified in the quantitative analysis
	Advanced stage of disease (period of decline leading to the time of death)

	13
	Dawson & Kristjanson  (2003) [62]
	Australia
	Qualitative study
	Motor neurone disease (MND) or muscular dystrophy (MD)
	PwPDs, family members, healthcare professionals (not specified)
	Patient, family members, healthcare professionals
	Semi-structured interviews on end-of-life issues faced by family carers of MD and MND.
	Advanced stage of disease (final stage of life)

	14
	Dorsemans et al. (2023) [63]
	France
	Mixed-methods cross-sectional study (qualitative and quantitative non-randomised)
	Neurogenetic Diseases, including Huntington disease (HD), spinocerebellar ataxias (SCA), and Friedreich ataxia (FRDA)
	PwPDs, family members
	PwPDs, family members
	Quantitative: WHOQOL‑BREF, Hospital Anxiety and Depression Scale (HADS), Zarit Burden Scale.
Qualitative: 15 patient-caregiver dyads completed telehealth semi‑structured interviews on barriers/facilitators to EoL discussions.
	Not reported, discussed EoL 

	15
	Eriksson et al. (2016) [64]
	Sweden
	Cohort study (quantitative non-randomised)
	Stroke
	PwPDs, healthcare professionals (nurse, physicians) 
	Healthcare professionals
	Validated end-of-life questionnaire from the Swedish Register of Palliative Care; questions included patient symptoms during last week of life, communication with the patient about transition to end of life care, patient symptoms, satisfaction with care provided by healthcare staff and whether the patient's ability to self-determine was retained until the final days.
	Retrospective account of the deceased's last week of life

	16
	Fordjour et al. (2024) [65]
	Hong Kong SAR China
	Cross sectional study (quantitative non-randomised)
	Motor neurone disease (MND) and Parkinson's disease (PD) (subgroups of terminally ill patients, as other disease groups were not considered as physical disabilities)
	PwPDs
	PwPDs
	 Integrated Palliative care Outcome Scale (IPOS).
	Prognosis of 12 months prior to death

	17
	Gofton et al. (2017) [66]
	Canada
	Qualitative study
	Progressive neurological illnesses including amyotrophic lateral sclerosis (ALS), muscular dystrophies (MD), stroke, neuro-oncology, traumatic brain injury
	PwPDs, family members, healthcare professionals (neurologists, specialist palliative care physicians, general palliative care residents, nurses, and allied health providers including speech language pathology, occupational therapy and physiotherapy)
	PwPDs, family members, healthcare professionals
	Patient-caregiver dyadic interviews and individual interviews or focus groups with health care professionals. 
	Not reported; under palliative care

	18
	Klietz et al. (2018) [67]
	Germany
	Cross sectional (quantitative non-randomised)
	Parkinson's disease (PD) 
	PwPDs
	PwPDs
	Parkinson’s Disease Questionnaire (PDQ-39), with a structured interview on palliative care needs and use, care setting, advance directives, prior discussions, and preferences for end‑of‑life care.
	Advanced disease stage (65 years of age or older, disease duration of at least 5 years, loss of autonomy), prognosis by clinical assessment (Hoehn and Yahr stage ≥ 3) and under palliative care

	19
	Lennaerts-Kats et al. (2022) [68]
	Netherlands
	Mixed methods longitudinal case study (qualitative and quantitative descriptive)
	Parkinson's disease (PD) 
	PwPDs, family members
	PwPDs, family members
	Quantitative:  Functional Assessment of Cancer Therapy General (FACT-G), Marwit-Meuser Caregiver Grief Inventory (MM-CGI-SF), Zarit Burden Interview (ZBI), Positive Experiences Scale (PES).
Qualitative: Semi-structured face to face interviews. Patients and caregivers were interviewed separately. After-death interviews with caregivers were conducted by telephone.
	Prognosis of 12 months prior to death

	20
	Liu et al. (2024) [69]
	Australia 
	Cohort study (quantitative non-randomised)
	Stroke
	PwPDs
	PwPDs or proxy by family or healthcare providers
	Palliative Care Problem Severity Score (PCPSS).
	Not reported; under palliative care

	21
	McCurry et al. (2013) [71]
	United States of America
	Qualitative study
	Multiple sclerosis (MS)
	Informal caregivers (family members and a friend)
	Informal caregivers
	Semi-structured interviews with open-ended questions to understand the types of decisions caregivers were making and to identify the resources they were using to inform their decision making. A second interviews was completed to validate the accuracy of the thematic survey of the initial interview.
	Not reported, discussed EoL

	22
	McVeigh et al. (2019) [70]
	United Kingdom
	Qualitative study
	Motor neurone disease (MND)
	Family members
	Family members
	Semi-structured interviews conducted to examine end of life care for people with MND and the role of specialist and generalist palliative care.
	Retrospective account of the deceased's last 2 years of life

	23
	Nolan et al. (2008) [72]
	United States of America
	Mixed-methods longitudinal study (qualitative and quantitative non-randomised)
	Amyotrophic lateral sclerosis (ALS)
	PwPDs, family members
	PwPDs, family members
	Modified version of Control Preferences Scale (asked
subjects to indicate how they preferred to make an important healthcare decision with their family), Family Member Decision Making Survey, adapted version of the patient-family dimension of the Decision Control Preferences Scale (asked family to indicate whether the patient had made this decision independently, through shared decision making with family,
or through decision making that was reliant on the family).
	Retrospective account of the deceased's last 3 months of life

	24
	Olesen et al. (2022) [73]
	Denmark
	Qualitative study
	Amyotrophic lateral sclerosis (ALS) with cognitive and/or behavioural impairments
	Family members
	Group-based peer discussions between family members
	Participant observations of recorded virtual group-facilitated meetings from two rounds of a 4-month intervention
	Not reported, discussed EoL

	25
	Prigatano et al. (2022) [74]
	United States of America
	Case report (Qualitative)
	Parkinson's disease (PD) 
	PwPDs, family members
	Researcher; clinical neuropsychologist
	Brief descriptions of three older patients with advanced PD and experiences of their family caregivers.
	Advanced stage of disease for one patient and retrospective account of two patients that had died within 6-12 months

	26
	Rabkin et al. (2006)* [75]
	United States of America
	Cohort study (quantitative non-randomised)
	Amyotrophic lateral sclerosis (ALS)
	PwPDs, family members
	PwPDs, family members
	Patient Health Questionnaire (PHQ-9); Beck Hopelessness Scale (BHS-PC); Holland Systems of Beliefs Inventory; Schedule of Attitudes toward Hastened Death (SAHD); Quality of Life Enjoyment and Satisfaction Questionnaire (QOL); Manne Perceived Partner Support Scale; Visual Analog Scales (VAS) on items related to previous scales, Zarit Burden Scale.
	Prognosis by physiological indicator (<50% forced vital capacity )

	27
	Runacres et al. (2023) [76]
	Australia
	Cross sectional study (quantitative descriptive)
	Motor neurone disease (MND)
	PwPDs
	PwPDs
	Integrated Palliative Care Outcome Scale-Neuro (IPOS-Neuro).
	Not reported; under palliative care

	28
	Veronese et al. (2015) [78]
	Italy
	Qualitative study
	Neurodegenerative disorders including amyotrophic lateral sclerosis (ALS), motor neurone disease (MND), multiple sclerosis (MS), Parkinson's disease (PD), or multiple systems atrophy (MSA)
	PwPDs, family members, health and social care professionals (neurologists, rehabilitation medicine specialist, physiotherapist, speech and language therapist)
	PwPDs, family members, health and social care professionals
	Interviews with adult patients and focus groups with professional carers on palliative care needs.
	Prognosis of 6 months prior to death and advanced stage of disease

	29
	Veronese et al. (2017) [77]
	Italy
	Pilot randomised controlled study
	Neurodegenerative disorders (NDD) including amyotrophic lateral sclerosis (ALS), motor neurone disease (MND), multiple sclerosis (MS), Parkinson's disease (PD) and related disorders (multiple system atrophy progressive supranuclear palsy, MSA-PSP)
	PwPDs, family members
	PwPDs, family members
	Schedule for the Evaluation of Individual Quality of Life Direct Weight (SEIQoL-DW), Hospital Anxiety and Depression Scale (HADS), Numerical Rating Scales (NRS) related to psychological issues (anxiety, depression, feeling abandoned, coping with the disease), social issues (social isolation, service satisfaction), and spiritual issues (meaning of the experience, help from faith), Caregiver Burden Inventory (CBI).
	Prognosis by clinical assessment (MS Expanded Disability Status scale ≥ 8.5, Hoehn and Yahr ≥ 4)

	30
	Walker et al. (2025) [79]
	Australia
	Qualitative study
	Long-standing physical disability including leukodystrophy, cystic fibrosis, muscular dystrophy (MD)
	PwPDs, family members
	Family members
	Semi-structured interviews on challenges, positives and support needs at end-of life care.
	Retrospective account of the deceased's last year of life

	31
	Wilson et al. (2003) [80]
	United States of America
	Single case study (Qualitative)
	Spinal Muscular Atrophy type II
	PwPD
	Researcher; doctoral candidate in psychology
	Narrative account of a patient's life.
	Retrospective account of the deceased's last 2 months of life

	Note: Study designs were classified based on the MMAT. Only measurement tools related to psychosocial-spiritual outcomes were presented in the table (e.g., other measurement tools used to assess predictors or other outcomes were not presented). Unless explicitly stated, no validated measurement tool was utilised in the assessment of psychosocial-spiritual outcomes. 
*Albert et al. (2009) and Rabkin et al. (2006) uses the same prospective ALS cohort, with different study objectives. Albert et al. (2009) focused on differences in medical and supportive service use between patients who elected long‑term mechanical ventilation (LTMV) and those that opted out and Rabkin et al. (2006) examined psychosocial and clinical predictors of choosing LTMV.




Table 2. Joint display of integrated findings
	Themes
Subthemes (needs of stakeholder)
	Number of studies with qualitative evidence, with representative quotes and perspective captured
	Number of studies with quantitative evidence, presented with textual descriptions 
	Integration: Confirmation, Expansion or Discordance

	Psychological Needs
	
	
	

	Loss of autonomy (PwPD)
(K = 14; [57, 58, 60, 61, 64, 66-68, 70, 72, 74, 76, 78, 80])
	K = 9 [57, 61, 66, 68, 70, 72, 74, 78, 80]
•Besides securing the help, the patients talked about the problem to accept their own dependence on others’ help: ‘‘I eat in such a way that they cut everything in pieces for me, I get a bib .. . I can’t wash myself, I can’t use the restroom. I was given nappies for peeing and when I need to take poop they had to take me there ... These are so intimate things (cry), it’s humiliating .. . ’’ [57]
•"We can’t leave him alone. Today is a good day for him, but often he has sudden worsening and requires constant attendance. For instance he can’t swallow saliva, so frequently he chokes and we have to aspirate his mouth" (Caregiver) [78]. 
•For patients with life-limiting neurologic disease, the primary source of existential distress may not be death, but the progressive and irreversible loss of function and autonomy: “I ﬁnd some of the progressive neurological diseases that unfold, over years or decades, those are the one that I see in the patients, more of a struggle with loss of control.” (HCP) [66].
	K = 5 [58, 60, 64, 67, 76]
•Global QoL (PNDQoL) was predicted by lower functional state (EDSS) in MS patients [58]. 
•All MSA patients reported that they had difficulties in moving such as problems with balance, coordination, tremor, slowness or stiffness, 97 % had experienced autonomic problems with the bladder or bowel, temperature control, sexual dysfunction or blood pressure, and 96 % reported difficulty with breathing, speech or swallowing. 9% reported ventilatory support, 5% were PEG-fed and 1 % had a tracheostomy. [60]. 
• 73.3% of stroke patients retained the ability to self-determine until the last days of life; 20.6% did not retain this ability and 6.1% had unknown self-determination status. Retention of self-determination was comparable between stroke (73.3%) and cancer patients (74.3%) (OR = 0.93, 95% CI 0.78-1.11; p=0.453) [64]. 
•HRQOL (PDQ-39) correlated most strongly with reduced activities of daily living (Barthel Index: r=–0.69; MDS-UPDRS II: r=0.66), and was also significantly associated with motor impairment (MDS-UPDRS III: r=0.46) in those with PD [67]. 
•Severe/overwhelming anxiety was more commonly reported for MND patients with severe functional impairment than those experiencing mild or moderate functional impairments (p=0.036) [76].
	Confirmation. 
Qualitative experiences of loss of autonomy were corroborated by quantitative evidence whereby functional impairment was associated with reduced quality of life or greater psychological distress.

	Psychological distress (PwPD, caregiver, HCP)
(K = 25; [27, 39, 52, 53, 55, 57, 58, 60, 62-76, 78, 80])
	K = 14 [27, 52, 57, 62, 63, 66, 68, 70-74, 78, 80]
•Experiencing negative emotions was often linked to the emotions of the family: ‘‘I could see that they were not happy (the family) and therefore I was also unhappy." (PwPD) [57].
•Many expressed fear of future symptoms, especially when they were dependent on life sustaining interventions, such as a ventilator: "I’m really worried about the future. I think about tomorrow, how will it finish?" (PwPD) [78].
•"All night you would have heard her (PwPD) moaning because she didn’t want to go to sleep..... I think it was more fear than pain". (Caregiver) [70]. 
•"You don't just want someone (therapist) who's going to be a passive listener, you want them to have some kind of insight into what you're talking about... they're not giving anything back because they have no idea about Duchenne" (PwPD) [52].
•“The biggest burden is watching her leave, and slowly but surely inch by inch, and having to deal with the psychological effects of that." (Caregiver) [66].
•His wife was frequently overwhelmed with her husband’s deteriorating cognitive and motor abilities. She wanted as much emotional support as did the patient. (Researcher) [74].
•Disability support workers without adequate training or preparation may withdraw emotionally and psychologically from a client that they have cared for following a terminal diagnosis..."people become very anxious when they don’t know what to expect or they don’t understand how they need to respond or even have the emotional support to respond adequately" (HCP) [27].
•“I think in the scenarios where you have patients, where you've been following them for quite some time with advanced neurological disease, the emotional piece kind of comes through in bits and pieces.” (HCP) [66].
	K = 13 [39, 53, 55, 58, 60, 63-65, 67-69, 75, 76]
•Low mood was prevalent in stroke patients at EoL (33%) [39]. 
•Anxiety was reported less frequently among stroke patients than cancer patients (18.9% vs. 42.3%; OR = 0.37, p<0.001). Stroke patients were less likely to have prescribed drug injection on demand for anxiety relief than cancer patients (67.5% vs. 78.5%; OR=0.57, p<0.001). Among those with anxiety, 73.1% had anxiety that was fully relieved, compared with 57.6% of cancer patients OR = 1.99, p<0.001)
 [64].  
•Stroke patients had relatively low psychological symptoms (PCPSS; mean=0.42). Stroke patients with mild psychological problems were more likely to receive community palliative care versus inpatient palliative care when compared to those with no psychological distress (OR=0.62, p=0.021) [69]. 
•ALS patients opting for LTMV had no depression compared to those that chose to opt out (0.0 % vs. 20.3% with major or minor depression) [53]. 
•ALS patients who opted out of LTMV reported significantly higher depression scores (VAS: mean=3.8 vs 2.3 [10-point scale with higher scores indicating higher severity], p<0.05; PHQ-9: mean=7.9 vs. 3.0, p<0.01) and greater hopelessness (BHS; mean=7.8 vs 5.0) than future LTMV patients. In contrast, caregivers of future LTMV patients showed significantly greater depressive symptoms (BDI: mean=14.3 vs.9.6, p<0.10) [75]. 
•Lower global QoL (PNDQoL) was predicted by poorer emotional functioning for both MS patients and caregivers, and emotional functioning was poorer in women than men for both patients (mean=38.1 vs. 30.1, p=0.008) and their caregivers (mean=39.5 vs 19.8) [58]. 
•MSA patients commonly reported low mood/depression (80%), anxiety (70%), and stress (75%). Anxiety and depression was more frequent in women than men (Anxiety: 75.5% vs 62.9%, p=0.048; Depression: 85.3% vs.74.8%, p=0.054). [60]. 
•Depressive mood was present in 52.6% (MDS-UPDRS I) of those with PD, despite formal depression diagnoses (10.5%) and antidepressant prescription (15.8%) remaining low; poorer HRQOL (PDQ-39) was associated with depressed mood (r=0.4862, p<0.0001) and anxious mood (r= 0.2689, p=0.0431) [67].
•Moderate emotional wellbeing (FACT-G; mean=15) was reported for those with PD, with low scores for depression, thought disorder, and motivation (UPDRS; median=1) [68]. 
•Anxiety and depression were highly ranked IPOS symptoms by RII: anxiety ranked 3rd in MND (66.0%) and 5th in PD (58.6%); depression ranked 6th in both MND (59.4%) and PD (54.5%) [65].
•Most MND patients reported treatment-related anxiety (71.7%) and depressive symptoms (59.6%), with those in the final 3 months more likely to experience severe anxiety (p=0.042) and depression (p=0.032) than those who were not, and 89.9% of patients reported their family or friends were anxious or worried about them [76]. 
•36% of NDD caregivers reported lacking additional emotional, spiritual, or bereavement support, which was significantly higher than caregivers of those with other diagnoses (23.6%, p=0.043) [55].
•Neurogenetic disease patients had slightly higher depression scores (HADS-D; mean=6.9 vs 5.8, p=0.043) and lower psychological health (WHOQOL-BREF mean=19.5 vs. 21.4; p=0.049) than caregivers [63]. 
	Confirmation.
Majority of quantitative findings report psychological distress of patients rather than caregivers. Qualitative findings show how HCPs may face emotional challenges from the nature of EoL care.

	Burden and impact of caregiving (caregiver)
(K = 14; [55, 58, 60-63, 68, 71-73, 75, 77, 78, 80])
	K = 8 [61, 62, 68, 71-73, 78, 80]
•"I have to lift her out of the bed to the toilet. [ ... ] Sometimes she made it, sometimes she didn’t make it. Or she was in the toilet, and then she didn’t have to go anymore and then back again. Putting her back to bed. How often did this happen pernight? Sometimes up to 12 times..." (Caregiver) [68].
“When I get up in the morning, I like to get myself all set before I come downstairs. If I come downstairs and take care of him and take care of the house and I don’t take care of myself first, I get lost and I’ll be in my pajamas until 1 o’clock in the afternoon and that’s not me.” (Caregiver) [71]
•“You prepare yourself for doing the best you can for your partner and set yourself aside because PALS/CIs has a short lifespan. So, I set my own needs aside, all the things that I can do without, to please PALS/CIs, but I can’t keep doing that forever. I have a life too. I sometimes think: dammit, how many years is this going to take, you know!” (Caregiver) [73]
	K = 8 [55, 58, 60, 61, 63, 68, 75, 77]
•69.1% of NDD caregivers provided day-to-day or intermittent hands-on care and 51.2% sustained this role for more than two years; 70.6% indicated willingness to assume caregiving again and 95.6% felt able to move on with their lives [55].
•The global QoL (PNDQoL) of MS caregivers was predicted by the patient's QoL and the caregivers' feelings of care. Greater strain (lower QoL in domains of activites of daily living, emotional functioning and spiritual non-religion functioning) was reported by women [58]. 
•MSA caregivers experienced financial stress, with 43% reported unmet financial needs and 28% long-term financial impact [60].
•Caregivers rated quality of life (mean=4.24; range of 1-5, higher scores indicating higher agreement) and burden on family (mean=3.95) as the strongest influences on EoL care preferences for themselves [61].
•Neurogenetic disease caregivers reported mild-to-moderate burden (ZBI; mean=33.2; range=0-88) [63]. 
•Caregivers experienced mild-to-moderate burden (ZBI; mean=30.0) and moderate pre-death grief (MM-CGI-SF; mean=49.0), but a high level of positive experiences from family caregiving (PES; mean=20.9; range=0-24) [68]. 
•Caregivers of future LTMV patients showed relatively higher caregiver burden compared to those that opted out (Zarit caregiver burden: mean=11.4 vs. 8.5), but differences were NS [75].
•Caregivers similarly experienced moderate social isolation (NRS: mean=5.76; range of 0-10 with higher scores indicating lower isolation) and caregiver burden (mean=41.90) as measured by the Caregiver Burden Inventory (range 0-96) [77].
	Expansion.
While both evidence streams demonstrate psychological, physical, practical and financial burdens, quantitative findings further highlighted that caregiving also involves positive aspects of caregiving and the capacity to sustain caregiving despite burden.

	Spiritual Needs
	
	
	

	Existential questioning (PwPD and caregiver)
(K = 17; [52, 55-58, 61, 62, 65, 68, 71, 73-75, 77-80])
	K = 11 [52, 57, 61, 62, 68, 71, 73, 74, 78-80]
•“All you really want to know is, like, is it painless, or you’re asleep or something? Or would you suffer?”   (PwPD) [52]
• ‘‘Daddy had a cardio stimulator at the end of his life and my mum prayed that he would die because the cardio stimulator was working hard in the final stage.’’ (Caregiver) [57]
•“It looks like I’m the only crucified here! I’ve always been correct with the other people, polite with everyone. This is the way I’m paid back.”  (PwPD) [78]
•"I'm also getting some thoughts that I'm not sure if I can say out loud. That is, when someone is this ill [referring to T's PALS/CIs], I become really envious of the other members of this group whose partners will die before mine because their disease is not dragging on forever like I feel is the case with my partner. I think waiting is agony." (Caregiver) [73].
	K = 7 [55, 56, 58, 61, 65, 75, 77]
•36% of NDD caregivers reported lacking additional emotional, spiritual, or bereavement support, which was significantly higher than caregivers of those with other diagnoses (23.6%, p=0.043) [55].
•Spiritual concerns (19.1%) were amongst the least discussed topics between family caregivers and ALS patients [56].
•Lower patient and caregiver global QoL and global health (PNDQoL) was predicted by lower spiritual non-religion functioning [58]. 
•Caregivers rated religion had the lowest impact (mean=1.38/5) on EoL care preferences, however, caregivers preferring care rather than death reported higher religiosity (p=0.001), greater willingness to be dependent on others (p=0.007), greater will to live (p=0.02), and were more likely to value life extension over quality of life (p=0.01) [61].
•RII showed prominent loss of inner peace in MND patients (58.8% [7th]), with a similar pattern in PD (59.1% [4th]) [65]. 
•Patients who opted out of LTMV showed slightly higher comfort in religion (VAS mean=6.0 vs 4.9; 10 point scale with higher scores indicating higher amount), comfort in spirituality (VAS mean=6.7 vs. 5.6; 10 point scale), with comparable levels of religious beliefs (Holland Inventory of Religious Beliefs mean=42.6 vs 42.0), but differences were NS and religious affiliation was not associated with LTMV decision [75].
•Meaning-related and spiritual resources were variably endorsed in NDD patients, with relatively low perceived meaning (NRS; mean=3.76; range of 0-10 with higher scores indicating higher meaning) but moderate perceived help from faith (NRS; mean=5.08; higher scores indicating better support) [77]. 
	Expansion.
Qualitative findings revealed concerns about suffering and the tension between quality and prolongation of life, whereas quantitative evidence suggested that religion and spirituality had limited or inconsistent influence on decision‑making and quality‑of‑life outcomes. 

	Worry of burdening family members (PwPD)
(K = 8; [52, 54, 62, 65, 72, 74, 78, 80])
	K = 7 [52, 54, 62, 72, 74, 78, 80]
•"Obviously, that puts a bigger strain on my husband, who is doing massive [amounts] so that worries me slightly. I know I’ve got to live with it [ALS], but she’s [wife] got to do everything. She never seems to have any time off." (PwPD) [54].
"...he wanted to know when he should plan on taking his life before he was totally incapacitated and a severe burden for his wife". [74].
•"After so many years you start feeling like a burden for the others. A deathly burden. Because I have a devastating condition and alter other people’s choices. You always need to ask. I don’t like it." (PwPD) [78].
	K = 1 [65]
•Using RII, perceived family anxiety and inability to share feelings (IPOS) were established as one of the most prominent symptoms, family anxiety ranked 2nd in MND (75.6%) and 3rd in PD (60.9%); inability to share feelings ranked 5th in MND (61.6%) and 2nd in PD (65.9%) [65].
	Expansion.
Quantitative studies did not directly assess perceived burdening, however, quantitative findings (family anxiety, sharing feelings) support and extend qualitative reports of perceived burden on family. 

	Social Needs
	
	
	

	Social isolation and stigma (PwPD)
(K = 10; [52, 57, 58, 60, 68, 74, 75, 77, 78, 80])
	K = 6 [52, 57, 68, 74, 78, 80]
•When the partner cannot accept the patient’s disease, the relationship may break up or they may get divorced: ‘‘We have known each other for 21 years, but he couldn’t stand the disease. So, we got divorced." (PwPD) [57].
•"First of all, when she (PwPD) talks with difﬁculty, the ﬁrst reaction (Visitor) is, hey? What are you saying? Can’t you speak any clearer? And if you then fall asleep, they’re like, I’m never coming here again." (Caregiver) [68].
•Sometimes people stared at him; sometimes they turned away and refused to look at him...Jerry (PwPD) would become very angry and upset when people looked at him as though he were some kind of oddity. (Researcher) [80]
	K = 4 [58, 60, 75, 77]
•Better emotional functioning (PNDQoL) was achieved by single and married MS patients in comparison to widowers and divorced people, and better social functioning was found among married people compared to single, widowed and divorced patients [58]. 
•People with MSA reported social isolation (82%), with deterioration reported in friendships (46%), partner relationships (31%), and family relationships (24%), and a minority (13-18%) perceiving that their relationship with their friends, partner and family had improved. 86% reporting adverse effects on sexual life, yet 93% received no related support and most who did perceived it as ineffective [60]. 
•Those with NDD reported moderate levels of social isolation (NRS: mean=5.27; range of 0-10 with higher scores indicate lower levels of symptoms) and feelings of abandonment (NRS: mean=7.45) [77]. 
•Social connectedness was higher among ALS patients that chose LTMV than those who opted out (8 vs 4.5 weekly visitors), although differences were NS [75]. 
	Confirmation.
Both evidence streams consistently indicate that physical disabilities, particularly progressive neurological illness substantially constrains social life and contributes to social isolation and relational disruption among PwPD.

	Care delivery gaps (PwPD, caregiver, HCP)
(K = 15; [27, 39, 52, 55, 57, 59, 61, 62, 68, 70, 72, 77-80])
	K = 12 [27, 52, 57, 59, 61, 62, 68, 70, 72, 78-80]
•"You feel that he (doctor) is actually listening. Whereas other doctors I see, you feel that they’re not emotionally invested in you. He asks about my life and that's the difference" (PwPD) [52].
•In some cases, the rehabilitation services should be provided by a nurse from the home care agency who however did not have sufficient skills: ‘‘ ... she didn’t know how to do it and what exercises ... ’’ (Caregiver) [57].
•"I’m really angry with the neurologist that has always cared for him…he should come to see how he is going on…If you need help there is no-one available" (Caregiver) [78].
•"Even when providing the nursing services, human dignity may be lost: ‘‘When the person gets his or her first nappy and nobody explains the whole thing. And then the nurse comes and says ‘now we will give you that nappy’ ... ‘I will lift up your leg.’ And this person who had a position, some respect, self-esteem ’’ (HCP) [57].
•"I hear a lot of them saying, “We have never looked after somebody who’s dying before. I don’t know if I would be able to do it.” I think there’s a lot of worry that something – that they might be asked to do things that are not within their expertise or something" (HCP) [27].
	K = 3 [39, 55, 77]
•Fewer than one-third of family caregivers of stroke patients (29%) rated doctors’ care as excellent compared with nearly half (46%) for nurses, while over one-third (37%) perceived doctors as rushed, and nearly one-fifth described encounters marked by indifference or hostility (17%) [39]. 
•Only 33.3% of NDD caregivers perceived to have had enough support, and 51% had any positive answer to additional support needs; this was comparable to other diagnoses [55]. 
•NDD patients and caregivers reported moderate satisfaction with specialist palliative care services (Patient NRS: mean=6.83; Caregiver NRS: mean=6.41; range of 0-10 with higher scores indicate higher satisfaction) [77].
	Confirmation.
Qualitative accounts from PwPD, caregivers, and healthcare professionals describing inconsistent care quality, limited competence, and insufficient support were directly corroborated by quantitative evidence demonstrating low ratings of care satisfaction or unmet support needs. Qualitative evidence further illustrated how perceived gaps in expertise and confidence from HCPs contribute to challenges in care delivery.

	Communication challenges (PwPD, caregiver, HCP)
(K = 10; [56, 57, 59, 60, 64, 66, 68, 74, 78, 80])
	K = 7 [57, 59, 66, 68, 74, 78, 80]
•Clinicians often required the signers to learn in English (spoken, dense medical terminology, brochures), rather than in ASL through an interpreter..."When I get an interpreter…I would talk more and ask more questions because I have the interpreter. It is much easier for me to understand." (PwPD) [59].
•"Now we use this (alphanumerical) table. The paid carer and I were able to communicate quickly. If others come, we must act as an intermediate. So what happens? After a while nobody wanted to come and visit him." (Caregiver) [78]
•“The nonverbal patient is a hard one to treat because how do you know what they really want?” (HCP) [66].
	K = 3 [56, 60, 64]
•ALS caregivers reported that communication difficulties were widespread, with 65% noting patients struggled to communicate with them and 79% with others [56]. 
•15% of MSA patients used communication aids [60].
•Stroke patients had a significantly higher odds ratio than cancer patients for care staff not to know whether the patient was experiencing symptoms or not (ORs ranging from 1.95 for death rattles to 8.84 for pain) [64].
	Confirmation. 
Qualitative reports of communication barriers were corroborated by quantitative evidence of widespread communication difficulties. Patient symptoms were also poorly documented, indicating limited communication between patients and care staff.

	Uncertainties and misalignment in decision-making (PwPD, caregiver, HCP)
(K = 21; [27, 39, 52, 54, 55, 57, 59, 61-64, 66-68, 70-74, 79, 80])
	K = 16 [27, 52, 54, 57, 59, 61, 62, 66, 68, 70-74, 79, 80]
•"I wish there was more knowledge about how things can escalate" (Caregiver) [70]. 
•The patients had to face insufficient or nonexistent information about the disease: ‘‘They didn’t tell me anything .. . ’’ Some of them searched information on the Internet: ‘‘I had only what I found online’’ (PwPD) [57].
•“Neurological disorders and other chronic illnesses, it's different compared to cancer. So with all these relapses, ups and downs, sometimes you just don't know how far you should talk… [how] much you should discuss with the patient because maybe you feel they're near end-of-life but we can't really predict how long they will live.” (HCP) [66].
•“I think I should talk with my brother and sister… about my [end-of-life] wishes. I would rather ﬁll it out now while I am healthy than later. I would like them [my family] to be prepare for it and know what to do with what I want. Also, I would want my doctor to know too.” (PwPD) [59].
•"And then the other family members, one of them did sort of ark up, “Why wasn’t I involved?” But that’s not up to us to make that decision. You’re not on those lists, or something, you know? And luckily the client made those decisions before he deteriorated, which was good." (HCP) [27]
•Three days before he died, Jerry’s family suddenly showed up at the hospital and informed the PCAs that their services were no longer needed...But no one was able to consult him about his wishes on this matter because by this time Jerry could not communicate in any way. He could not even blink “yes” and “no” anymore. (Researcher) [80]. 
	K = 6 [39, 55, 63, 64, 67, 72]
•Nearly two fifths (39%) of families of stroke patients had been unable to get all the information they wanted despite the majority (63%) having asked someone (hospital doctor, nurse or general practitioner) for more information [39]. 
•19.6% of those NDD caregivers reported information needs, which was comparable to those that had died from another diagnosis (18.1%; p=0.780) [55]. 
•Stroke patients were significantly less likely to be provided with information regarding transition to EoL care (14.5%) than cancer patients (52.2%; OR=0.09, p<0.001) [64]. 
•72% of PD patients reported unmet informational needs regarding palliative care [67].
•A quarter (25%) of caregivers reported that stroke patients had insufficient choice about treatment [39]. 
•Only 7.4% of patients with neurogenetic diseases had written advance directives; among those who had not, 77.3% had never had previous discussions with loved ones or their health care team and 58.6% would not have wanted to discuss it before this study. Patients wished to talk to their personal relations as a first priority, at 61.7%, rather than to their healthcare teams [63]. 
•Patient preferences for place of death were unknown in the majority of stroke cases (75.3%), a significantly higher proportion than in cancer cases (58.8%; OR=2.16, p<0.001) [64]. 
•Although 70% of PD patients had an advance directive and health-care proxy, engagement with palliative services was minimal (2.6%) [67]. 
•ALS patients showed poor concordance between preferred and actual family involvement in end-of-life decision-making (κ=0.152, p=0.46), with agreement occurring 78% of the time for those preferring independent decisions, 50% for shared decision-making, and 0% for those relying on family judgment [72].
	Confirmation.
Qualitative reports of inadequate information, prognostic uncertainty, and misaligned decision-making among PwPDs, caregivers, and healthcare professionals were corroborated by quantitative findings demonstrating unmet informational needs, limited advance care planning, unknown patient preferences, and poor concordance between preferred and actual end-of-life decisions.

	Avoidance of EoL conversations  (PwPD, caregiver)
(K = 6; [52, 56, 59, 62, 63, 67])
	K = 4 [52, 59, 62, 63]
•"End of life conversations should happen but I don't want to ask about stuff in front of my mum, I don't want to upset her." (PwPD) [52].
•For both, it appeared that exchanges about end-of-life issues rarely took place spontaneously within the couple and that their participation in the study gave rise to them [63].
•The concerns and major barriers for patients and their primary caregivers were to ﬁnd the right way and the right moment to raise these emotionally laden issues due to prior experiences of painful circumstances and/or the prospect of the death of a loved one [62].
	K = 3 [56, 63, 67]
•61.7% of MND or MD patients replied that an end-of-life conversation would be not distressing, with a consensus that it would be reassuring (76.5%), helpful (95.1%), and necessary (86.4%). [63]. 
•Over 40% of PD patients had not discussed end-of-life care within the family [67]. 
•Death and dying (16.3%) were amongst the least discussed topics between family caregivers and ALS patients [56].
	Discordance.
Qualitative evidence highlights barriers to avoidance of EoL conversations, whereas quantitative evidence indicates high acceptability and low anticipated distress despite limited actual discussion.

	Note: ALS = Amyotrophic lateral sclerosis; BHS-PC: Beck Hopelessness Scale; EDSS = Expanded Disability Status scale; EoL = end-of-life; FACT-G = Functional Assessment of Cancer Therapy General; HRQoL = health-related quality of life; PNDQoL = Progressive Neurological Diseases Quality of Life; PCPSS = Palliative Care Problem Severity Score; PD = Parkinson's disease; LTMV = long-term mechanical ventilation; NRS = numerical rating scale; NDD = neurodegenerative diseases; VAS = visual analogue scale; MD = muscular dystrophy; MND = motor neurone disease; MSA = multiple system atrophy; MS = multiple sclerosis; MM CGI SF = Marwit-Meuser Caregiver Grief Inventory; MDS UPDRS = Movement Disorders Society Unified Parkinson’s Disease Rating Scale; NS = not significant; QoL = quality of life; RII = relative importance index; UPDRS = Unified Parkinson Disease Rating Scale; ZBI = Zarit Burden Interview
Findings from Wilson (2003) [80] were reported by the author and therefore were classified as a researcher perspective.
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	Note: Y = yes; C = cannot tell; N = no.





