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Abstract 

Background 

Development of interventions that address psychosocial and existential distress in people 

with motor neurone disease (MND) or that alleviate caregiver burden in MND family carers 

have often been suggested in the research literature. Dignity therapy, which was developed to 

reduce psychosocial and existential distress at the end of life, has been shown to benefit 

people dying of cancer and their families. These results cannot be applied to people with 

MND. The objectives of this study are to assess the feasibility, acceptability and potential 

effectiveness of dignity therapy to enhance the end of life experience for people with motor 

neurone disease and their family carers. 

Methods/design 

This is a cross-sectional study utilizing a single treatment group and a pre/post test design. 

The study population will comprise fifty people diagnosed with MND and their nominated 



family carers. Primarily quantitative outcomes will be gathered through measures assessed at 

baseline and at approximately one week after the intervention. Outcomes for participants 

include hopefulness, spirituality and dignity. Outcomes for family carers include perceived 

caregiver burden, hopefulness and anxiety/depression. Feedback and satisfaction with the 

intervention will be gathered through a questionnaire. 

Discussion 

This detailed research will explore if dignity therapy has the potential to enhance the end of 

life experience for people with MND and their family carers, and fill a gap for professionals 

who are called on to address the spiritual, existential and psychosocial needs of their MND 

patients and families. 

Trial registration 

ACTRN Trial Number: ACTRN12611000410954 

Keywords 

Motor neurone disease, Amyotrophic lateral sclerosis, Palliative care, Existential distress, 

Family carers, Dignity therapy 

Background 

As a result of elevated interest in hastened death at the end of life by people with motor 

neurone disease (MND), also known as amyotrophic lateral sclerosis (ALS), numerous 

studies have examined factors that affect quality of life, psychological health, and end-of-life 

distress in this population. Findings indicate that quality of life in MND-diagnosed 

individuals is independent of physical decline [1,2]; that interest in hastened death is 

correlated with hopelessness [3,4]; and that MND patients with higher levels of spirituality 

and sense of meaning experience less end of life distress [5,6]. This research has resulted in a 

call to develop psychosocial interventions for use with the MND population that will bolster 

hopefulness, spirituality, and meaning [7,8]; however, very little work has been done to 

develop and implement such interventions. 

MND is a family disease, and family carers carry an exceptional burden by providing a high 

level of care, often for the duration of the illness. Family carers of people with MND are 

more depressed than people with MND overall [9]. As time goes on and dependency 

increases, family carers exhibit increasing levels of distress symptoms [10,11]. Studies on the 

quality of life in MND family carers suggests that perceived caregiver burden can be 

alleviated by finding positive meaning [12,13] and by supporting a sense of hope [14]. 

Dignity therapy, a brief psychotherapeutic intervention based on empirical research into the 

concept of dignity at the end of life [15], has proven successful at increasing hope, sense of 

meaning and will to live in a palliative care population, where most patients had cancer 

diagnoses. Dignity therapy offers people with terminal illness the opportunity to create a 

generativity document. In a recorded interview guided by a counsellor or health care 

professional, the participant is invited to recount aspects of their life they want remembered, 



find meaning and purpose to their life, and express final words or advice. The interview is 

transcribed and edited, and a final dignity therapy transcript is returned to the participant to 

share with others as they wish. 

A pilot study of dignity therapy produced positive results for participants and family 

members. A heightened sense of dignity was reported in 76% of participants, an increased 

sense of purpose was reported by 68%, an increased sense of meaning was reported by 67%, 

and 47% reported an increased will to live [16]. A recent randomised controlled trial reported 

similar outcomes [17]. In the pilot study, family members were also positive about the 

intervention, with 95% reporting they would recommend dignity therapy, 78% reporting that 

it helped them during their time of grief, and 77% believing the document would be a 

continuing source of comfort [18]. 

Nonetheless, because these studies both utilized a primarily cancer population, the results are 

not transferable to people with MND. Ability to communicate, cognitive acuity, stage of 

illness, baseline levels of distress and demographic features are some of the factors that may 

vary in this population and make implementation of dignity therapy difficult. The delivery of 

the intervention may require modification, i.e. to be performed at an earlier stage in the 

disease process or by utilizing assisted communication methods. Therefore, feasibility testing 

of dignity therapy with the an MND specific population is warranted [19,20]. 

Moreover, while the previous dignity therapy study focused on the intervention’s positive 

influence on the bereavement experience of family members, it did not look at how the 

intervention may affect the carer during the caring experience. 

Aims and objectives 

The aims of this study are to assess the feasibility, acceptability and potential effectiveness of 

dignity therapy to enhance the end of life experience for people with MND and their family 

carers. The specific objectives are to: 

a) Determine whether dignity therapy is likely to increase hope, meaning and dignity in 

people with MND. 

b) Determine whether dignity therapy is likely to increase hope, and decrease anxiety, 

depression, and perceived burden in family carers of people with MND. 

c) Determine whether dignity therapy is acceptable to people with MND and their family 

carers. 

d) Determine whether it is feasible to provide dignity therapy to people with MND. 

e) Pilot methods for a future randomized controlled trial. 

Methods 

Study design 

This is a cross-sectional study utilizing a single treatment group and a repeated measures 

pre/post test design. A control group is not being utilized due to 1) the small MND population 

available in Western Australia 2) access issues to people with MND, and 3) the fact that 

dignity therapy (nor any other psychosocial intervention) has yet been tried with this 

palliative care population and the feasibility of dignity therapy needs to be tested before 



proceeding to an RCT. The study design has been modelled to reduce bias and increase 

validity where possible. For example, the short duration of the intervention coupled with 

utilizing a single post-testing point one week after the intervention will minimize 

confounding variables. 

Ethical approval 

This study has been approved by the Curtin University Human Research Ethics Committee 

(19/2011). 

Participants 

The sample will comprise 50 adults diagnosed with MND who are registered with the MND 

Association of Western Australia. A second group will consist of up to 50 family carers of 

the participants. 

People with MND 

Inclusion criteria 

Persons with a diagnosis of MND aged 18 and over who are able to communicate in English 

are included in the study. As this is a feasibility study, participants who are unable to 

communicate verbally may participate if they are able to utilize an assisted communication 

method. Communication issues will be explored and reported in the findings. There is no 

selection criteria based on stage of the disease as MND is a fatal disease with no hope of 

remission making an end-of-life intervention appropriate at any time after diagnosis. 

Participants will not be screened for existential or psychosocial distress; however, these will 

be assessed at baseline. 

Exclusion criteria 

Participants who are unable to provide informed consent, either due to cognitive issues or 

illness severity will be excluded. 

Family carers 

A family carer of each participant will be invited to take part in the study, comprising a 

second research population of up to 50 family carers. A family carer is defined as the person 

indicated by the participant as the primary family carer. The family carer must be at least 18 

years of age, able to provide informed consent and able to communicate in English. If the 

family carer does not wish to participate, then the person with MND remains eligible to take 

part in the study. 

The intervention and study procedures 

The intervention will be administered by the researcher, a counselling psychologist 

undertaking a PhD by research at Curtin University in Western Australia. The researcher has 

been trained in dignity therapy at an intensive workshop by Professor Harvey Chochinov, 



who developed the intervention and who performed the empirical studies upon which the 

intervention is based. 

Recruitment will be undertaken through the MND Association of Western Australia 

(MNDAWA). MNDAWA will liaise directly with participants to protect the identity of 

MND-diagnosed individuals. Letters will be sent out to all members of MNDAWA and 

potential participants are identified when they telephone the researcher or return a copy of the 

letter expressing their interest. The researcher will first speak with the person with MND or 

family carer to elaborate further on the nature of the study and answer any questions. If the 

participant wishes to proceed, a meeting will be scheduled. If time permits, information 

sheets and consent forms will be mailed in advance of the meeting to provide time to consider 

the study and discuss their participation with family and health care providers. All meetings 

will occur at a time of the participant’s choosing and in their care environment. Since the 

participant’s condition can fluctuate, the timing of the contacts can be flexible and meetings 

rescheduled. The researcher will make detailed notes of these experiences in order to include 

information about timing issues in the findings. 

At the initial meeting, the researcher will review the participant and family carer information 

and consent forms with the participant/family carer dyad, check for understanding and 

answer any outstanding questions. Written consent will be obtained and MND participants 

will be tested for cognitive impairment that is significant enough to exclude them from the 

study. If the participant and family carer remain in the study, socio-demographic and health 

questionnaires and baseline measures will be collected from each. An appointment for the 

first dignity therapy session will be made, ideally within two to three days. The researcher 

will provide the participant a copy of the dignity therapy question framework so that they 

may begin reflecting on their responses. 

Dignity therapy question protocol 

  Tell me a little about your life history; particularly the parts that you either remember most 

or think are the most important? When did you feel most alive? 

  Are there specific things that you would want your family to know about you, and are 

there particular things you would want them to remember? 

  What are the most important roles you have played in life (family roles, vocational roles, 

community service roles, etc.)? Why were they so important to you, and what do you 

think you accomplished in those roles? 

  What are your most important accomplishments, and what do you feel most proud of? 

  Are there particular things you feel still need to be said to your loved ones or things that 

you would want to take time to say once again? 

  What are your hopes and dreams for your loved ones? 

  What have you learned about life that you would want to pass along to others? What 

advice or words of guidance would you wish to pass along to your son, daughter, husband, 

wife, parents, other(s)? 

  Are there words or perhaps even instructions that you would like to offer your family to 

help prepare them for the future? 

  In creating this permanent record are there other thing you would like included? 

  [16] at p. 5522. 



The next meeting is the primary dignity therapy session, where participants are invited to 

address and record themes, thoughts and feelings about themselves and their lives that they 

would like remembered. The question framework is flexible, and provides a guide for the 

researcher to shape the interview by following the participant’s cues. If the participant 

desires, a family carer may be present during the interview to provide emotional support and 

help facilitate the interview. If participants require a second or third interview session due to 

communication issues, fatigue, or the breadth of information they would like to share, these 

will be scheduled as soon as possible. 

After recording has finished, a verbatim transcript will be prepared (usually within 24–48 

hours). The researcher will shape the interview into a narrative using the learned dignity 

therapy editing method, which omits non-starters and irrelevant sections (such as 

interruptions) and tags content that needs to be clarified or perhaps omitted due to the harm it 

could inflict on recipients. Another appointment will be made with the participant as soon as 

practicable to read through and edit the transcript. In this session, the participant will be 

invited to make corrections, clarifications or additions as desired. In the final dignity therapy 

session, the final bound transcript is given to the participant. The participants may have as 

many copies of the document as they wish and share them with whoever they choose. 

Post-testing will occur with both the participant and family carer one week after the final 

dignity therapy document has been returned. To reduce response bias, post-testing 

questionnaires will be sent out and returned via mail. A research officer from the Western 

Australian Centre for Cancer and Palliative care will perform the post-testing if assistance is 

needed to complete the questionnaires. A single point of post-testing soon after completion of 

the sessions is planned in order to reduce moderating variables. Further, the possible 

immediate impact of the intervention is being examined for the purposes of this feasibility 

study and not the longevity of the outcomes, which can be assessed in future studies. A study 

design flow chart is shown in Figure 1. 

Figure 1 Study Design Flow Chart 

Measures and outcomes 

The measures chosen have been validated and are quick and easy to administer and use, in 

order to decrease the burden on the study population. Brief versions of the outcome measures 

have been selected where available. 

Primary outcome measure for people with MND 

The primary outcome measure is the participant’s sense of hopefulness. This will be assessed 

utilizing the Herth Hope Index [21,22], a validated instrument developed for use with the 

terminally ill. Distressed MND patients score higher on hopelessness than distressed cancer 

patients at the end of life [23], and interest in hastened death or suicidal ideation in the MND 

population has been shown to correlate with hopelessness [3,24], which indicates that the 

level of hopefulness a key factor of psychological distress in this disease population. 



Secondary outcome measures for people with MND 

Secondary outcome measures used to assess potential effectiveness include, 1) dignity, which 

will be measured with the Patient Dignity Inventory (PDI) [25], a validated measure which 

evolved directly from the empirical studies into dignity concerns in the terminally ill, and; 2) 

spiritual well-being, which will be measured with the Functional Assessment of Chronic 

Illness Therapy-Spiritual Well-Being Scale (FACIT-sp-12) [26], a validated measure 

showing strong internal reliability. To assess the acceptability of dignity therapy, a modified 

version of the dignity therapy Patient Feedback Questionnaire [17] is being utilized to collect 

information on the views, experiences and opinions of the participants about the intervention. 

To assess the feasibility of the intervention, data will be collected about the time taken to 

organize and conduct the dignity therapy sessions, any special accommodations made in the 

delivery of the intervention, deviations from the dignity therapy protocol, and reasons for 

non-completion. The researcher will also record, through the use of a journal, observations 

and experiences of delivering the intervention, including positive and negative participant 

responses. 

Primary outcome measure for family carers 

The primary outcome is the family carer’s sense of perceived burden, which will be measured 

through the Zarit Burden Inventory [27]. Research of caregiver burden in MND family carers 

has documented the considerable burden attached to caring for persons with MND [28,29]. 

Caregiver burden increases as patient function declines [30-32]. Studies indicate that MND 

caregiver burden can be alleviated by finding positive meaning [12,13] and by supporting a 

sense of hope [14]. It can be inferred that dignity therapy may impact hope and meaning, 

thereby alleviating caregiver burden. In the alternative, whether this intervention increases 

burden is a factor that also must be considered when evaluating its overall impact. 

Secondary outcome measures for family carers 

Secondary outcome measures used to assess the potential impact of dignity therapy on family 

carers includes 1) hopefulness, utilizing the Herth Hope Index [21]. The HHI has been used 

successfully in studies with family caregivers of terminally ill patients [33], and 2) anxiety 

and depression, which will be measured with the Hospital Anxiety and Depression Scale 

[34], an instrument often used with family caregivers showing strong reliability and validity. 

To assess the acceptability of dignity therapy to family carers, a modified version of the 

dignity therapy Family Feedback Questionnaire [17] is being utilized to collect information 

on the views, experiences and opinions of the family carers about the intervention. 

Demographic and health status 

Demographic and health status information collected from persons with MND will include 

disease specific health-related quality of life utilizing the Amyotrophic Lateral Sclerosis 

Assessment Questionnaire-5 [35], cognitive behavioural functioning utilizing the ALS 

Cognitive Behavioral Screen [36], age, gender, and health history. 

Demographic and health status information collected from family carers will include the level 

of disability of the care recipient utilizing the Amyotrophic Lateral Sclerosis Functional 

Rating Scale-R [37,38], cognitive behavioural functioning utilizing the ALS Cognitive 



Behavioral Screen [36], age, gender, relationship to the person with MND, caring hours per 

day, employment status, and health history. 

Analysis 

For summarizing purposes, descriptive statistics will be obtained for demographic variables. 

To assess the possible impact of the intervention on the psychosocial and existential concerns 

of the participant and family carer, pre and post intervention comparisons for each outcome 

variable will be carried out using Wilcoxon’s signed rank-sum tests, given that the main 

outcome variable measured will not be normally distributed [16]. Spearman’s rank 

correlation coefficient will be calculated to assess the possible correlation between variables 

of interest. It is anticipated that there will be a post-intervention improvement on all 

psychosocial measures for both the participant and family carer after the dignity therapy 

intervention. Open-ended responses in feedback questionnaires will be coded and analysed 

using descriptive statistics. The IBM SPSS version 20 statistical software package will be 

used for all analyses. A p value less than 0.05 is considered as statistically significant. 

Discussion 

Several studies, as well as MND practice guidelines, suggest the need to develop and utilize 

interventions that will support hopefulness, a sense of meaning, and dignity in order to 

alleviate psychosocial and existential distress in persons with MND [7,8]. Despite this, very 

little has been done to develop or implement such interventions. In fact, an extensive 

literature search completed for this study revealed there were no psychosocial interventions 

specifically designed or tailored to alleviate existential distress and improve the quality of life 

of persons with MND. This research will begin to fill this gap, providing a possible solution 

to a concern about this specific population, as well as continue to advance the overall focus of 

alleviating psychosocial distress at the end of life, an area of palliative care which has been 

widely acknowledged as being in need of improvement. 

This study will determine if dignity therapy is likely to be effective in enhancing the end of 

life experience for both people with MND and their family carers, if it is acceptable to people 

with MND and their family carers, and if it is feasible to offer the intervention to this 

population. It will explore what allowances or modifications might need to be made to deliver 

the intervention to people who are sometimes unable to communicate verbally. It will provide 

a preliminary examination of how cognitive or neurobehavioral issues encountered in persons 

with MND might affect the intervention, including the completion and sharing of a 

generativity document that reflects a true sense of the person with MND. Finally, if the 

intervention is unsuccessful, this study will determine what factors contributed to a negative 

outcome, as well as any unexpected consequences to persons with MND or their families. 

This research has implications for psychological and health care professionals who work with 

people with motor neurone disease and other neurological disorders, as well as those who 

work in palliative care settings. Both are often called on to address the spiritual, existential 

and psychosocial needs in their patients. If dignity therapy proves to be effective, it could be 

a relatively brief and easy to administer intervention that could be made available to people 

with MND. This study has the potential to provide a precise intervention to ameliorate 

psychosocial and existential distress, as well as improve the quality of care provided to 

people with MND and their family carers. 



Competing interests 

The authors declare they have no competing interests. 

Authors’ contributions 

SA and HC conceived the study. BB, SA, MO and HC designed the study utilizing methods 

developed by HC in previous dignity therapy pilot and RCT studies. BB drafted the article 

and will carry out the research. SA, MO, LB and HC will supervise the research. HC 

developed dignity therapy. All authors made substantial contributions to the critical revision 

of the article and approved the final content. 

Acknowledgements 

The researchers acknowledge the funding support of the MND Association of Western 

Australia and the Australian Research Council. 

References 

1. Simmons Z, Bremer BA, Robbins RA, Walsh SM, Fischer S: Quality in life in ALS 

depends on factors other than strength and physical function. Neurology 2000, 55:388–

392. 

2. Robbins RA, Simmons Z, Bremer BA, Walsh SM, Fischer S: Quality of life in ALS is 

maintained as physical function declines. Neurology 2001, 56:442–444. 

3. Bascom PB, Tolle SW: Responding to requests for physician-assisted suicide: "These 

are uncharted waters for both of us....”. Jama 2002, 288(1):91–98. 

4. Ganzini L, Johnston WS, Hoffman WF: Correlates of suffering in amyotrophic lateral 

sclerosis. Neurology 1999, 52:1434–1440. 

5. Foley G, O'Mahony P, Hardiman O: Perceptions of quality of life in people with ALS: 

effects of coping and health care. Amyotroph Lateral Scler 2007, 8(3):164–169. 

6. Fegg MJ, Kogler M, Brandstatter M, Jox R, Anneser J, Haarmann-Doetkotte S, Wasner M, 

Borasio GD: Meaning in life in patients with amyotrophic lateral sclerosis. Amyotroph 

Lateral Scler 2010, 11(5):469–474. 

7. Fanos JH, Gelinas DF, Foster RS, Postone N, Miller RG: Hope in palliative care: from 

narcissism to self-transcendence in amytrophic lateral sclerosis. J Palliat Med 2008, 

11(3):470–475. 

8. Mitchell J, Borasio G: Amyotrophic Lateral Sclerosis. Lancet 2007, 369:2031–2041. 

9. Trail M, Nelson ND, Van JN, Appel SH, Lai EC: A study comparing patients with 

amyotrophic lateral sclerosis and their caregivers on measures of quality of life, 



depression, and their attitudes toward treatment options. J Neurol Sci 2003, 209(1–

2):79–85. 

10. Kristjanson LJ, Aoun SM, Yates P: Are supportive services meeting the needs of 

Australians with neurodegenerative conditions and their families? J Palliat Care 2006, 

22(3):151–157. 

11. Aoun S, Connors S, Priddis L, Breen L, Colyer S: Motor Neurone Disease family 

carers' experiences of caring, palliative care and bereavement: An exploratory 

qualitative study. Palliat Med 2012, 26(6):842–850. 

12. Rabkin J, Wagner G, Del Bene M: Resilience and distress among amyotrophic lateral 

sclerosis patients and caregivers. Psychosom Med 2000, 62(2):271–279. 

13. Roach AR, Averill AJ: The dynamics of quality of life in ALS patients and caregivers. 

Ann Behav Med 2009, 37:197–206. 

14. Chio A, Gauthier A, Calvo A, Ghiglione P, Mutani R: Caregiver burden and patients' 

perception of being a burden in ALS. Neurology 2005, 64:1780–1782. 

15. Chochinov H, Hack T, McClement S, Kristjanson L, Harlos M: Dignity in the 

terminally ill: a developing empirical model. Soc Sci Med 2002, 54(3):433–443. 

16. Chochinov HM, Hack T, Hassard T, Kristjanson LJ, McClement S, Harlos M: Dignity 

therapy: A novel psychotherapeutic intervention for patients near the end of life. J Clin 

Oncol 2005, 23(4):5520–5525. 

17. Chochinov HM, Kristjanson L, Breitbart W, McClement S, Hack T, Hassard T, Harlos 

M: Effect of dignity therapy on distress and end-of-life experience in terminally ill 

patients: a randomised controlled trial. Lancet Oncol 2011, 12(8):753–762. 

18. McClement S, Chochinov HM, Hack T, Hassard T, Kristjanson LJ, Harlos M: Dignity 

therapy: family member perspectives. J Palliat Med 2007, 10(5):1076–1082. 

19. Craig P, Dieppe P, Macintyre S, Michie S, Nazareth I, Petticrew M: Developing and 

evaluating complex interventions: the new Medical Research Council guidance. BMJ 

2008, 337:a1655. 

20. Aoun S, Kristjanson L: Evidence in palliative care research: How should it be 

gathered? Medical Journal of Australia 2005, 183(5):264–266. 

21. Herth K: Abbreviated instrument to measure hope: development and psychometric 

evaluation. J Adv Nurs 1992, 17:1251–1259. 

22. Buckley J, Herth K: Fostering hope in the terminally ill. Nurs Stand 2004, 19(10):33–

41. 

23. Clarke D, McLeod JE, Smith GC, Trauer T, Kissane D: A comparison of psychosocial 

and physical functioning in patients with motor neurone disease and metastatic cancer. 
J Palliat Care 2005, 21:173–179. 



24. Ganzini L, Johnston WS, McFarland BH, Tolle SW, Lee MA: Attitudes of patients with 

amyotrophic lateral sclerosis and their care givers toward assisted suicide. N Engl J Med 

1998, 339(14):967–973. 

25. Chochinov HM: The patient dignity inventory: a novel way of measuring dignity 

related distress in palliative care. J Pain Symptom Manage 2008, 36(6):559–571. 

26. Moadel A, Morgan C, Fatone A, Grennan J, Carter J, Laruffa G, Skummy A, Dutcher J: 

Seeking meaning and hope: Self-reported spiritual and existential needs among an 

ethnically diverse cancer patient population. Psychooncology 1999, 8:1428–1431. 

27. Bedard M, Molloy DW, Squire L, Cdubois S, Lever J, O'Donnell M: The zarit burden 

interview: a new short version and screening version. Gerontologist 2001, 41(5):652–657. 

28. Adelman EE, Albert SM, Rabkin JG, Del Bene ML, Tider T, O'Sullivan I: Disparities in 

perceptions of distress and burden in ALS patients and family caregivers. Neurology 

2004, 62:1766–1770. 

29. Jenkinson C, Fitzpatrick R, Swash M, Peto VALS-HPS Steering Group: The ALS 

Health Profile Study: quality of life of amytrophic lateral sclerosis patients and carers 

in Europe. J Neurol 2000, 247:835–840. 

30. Pagnini F, Rossi G, Lunetta C, Banfi P, Castelnuovo G, Corbo M, Molinari E: Burden, 

depression, and anxiety in caregivers of people with amyotrophic lateral sclerosis. 
Psychol Health Med 2010, 15(6):685–693. 

31. Goldstein LH, Atkins L, Landau S, Brown R, Leigh PN: Predictors of psychological 

distress in carers of people with amyotrophic lateral sclerosis: a longitudinal study. 
Psychol Med 2006, 36:865–875. 

32. Gauthier A, Vignola A, Calvo A, Cavallo E, Moglia C, Sellitti L, Mutani R, Chio A: A 

longitudinal study on quality of life and depression in ALS patient-caregiver couples. 
Neurology 2007, 68(12):923–926. 

33. Herth K: Hope in the family caregiver of terminally ill people. J Adv Nurs 1993, 

18(4):538–548. 

34. Zigmond A, Snaith R: The hospital anxiety and depression scale. Acta Psychiat Scand 

1983, 67:361–370. 

35. Jenkinson C, Fitzpatrick R, Swash M, Jones G: Comparison of the 40-item 

Amyotrophic Lateral Sclerosis Assessment Questionnaire (ALSAQ-40) with a short-

form five-item version (ALSAQ-5) in a longitudinal survey. [References]. Clin Rehabil 

2007, 21(3):266–272. 2007. 

36. Woolley SC, York MK, Moore DH, Strutt AM, Murphy J, Schulz PE, Katz JS: Detecting 

frontotemporal dysfunction in ALS: Utility of the ALS Cognitive Behavioral Screen 

(ALS-CBS). Amyotroph Lateral Scler 2010, 11:303–311. 



37. Cedarbaum JM, Stambler N, Malta E, Fuller C, Hilt D, Thurmond B, Nakanishi A: The 

ALSFRS-R: a revised ALS functional rating scale that incorporates assessments of 

respiratory function. J Neurol Sci 1999, 169(1–2):13–21. 

38. Kasarskis E: Rating the severity of ALS by caregivers over the telephone using the 

ALSFRS-R. Amyotroph Lateral Scler Other Motor Neuron Disord 2005, 6(1):50–54. 



MNDAWA contacts researcher with contact information for 

MND participant who has expressed an interest in the study 

Continued Initial Session: 
Family Carer Demographic and Health 

Questionnaire 
 

ALSFRS-R 
Herth Hope Index 

Zarit Burden Interview 
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