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BMJ Open publishes all reviews undertaken for accepted manuscripts. Reviewers are asked to 

complete a checklist review form (http://bmjopen.bmj.com/site/about/resources/checklist.pdf) and 

are provided with free text boxes to elaborate on their assessment. These free text comments are 

reproduced below.   

 

ARTICLE DETAILS 

TITLE (PROVISIONAL) Ageing with cerebral palsy; what are the health experiences of 
adults with cerebral palsy? A qualitative study. 

AUTHORS Mudge, Suzie; Rosie, Juliet; Stott, N; Taylor, Denise; Signal, Nada; 
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VERSION 1 - REVIEW 

REVIEWER Ellen M. Carroll PhD,CPNP 
Founder/CEO Project Solutions LLC, New York, USA 

REVIEW RETURNED 25-May-2016 

 

GENERAL COMMENTS The study method was clearly presented and accurately carried out. 
The qualitative methodology is the appropriate modality to highlight 
the specific concerns of this population. Findings in this study were 
salient and validated in prior and con-current research in this area.  

 

REVIEWER Prue Morgan 
Monash University, Australia 

REVIEW RETURNED 30-Jun-2016 

 

GENERAL COMMENTS There is abundant evidence from European, North American and 
Australia that those ageing with developmental disability, such as 
cerebral palsy, experience considerable challenges in adapting to an 
adult-oriented health service, resulting in dissatisfaction and unmet 
health needs.  
This paper thus addresses a topic of increasing interest in those 
providing both health and disability services, from a NZ perspective, 
adding to the literature describing ageing experiences in this 
population.  
 
Introduction  
Line 44 Insert ‘age-matched’ adults without CP  
Line 48 – you say greater ‘exposure to’ health services as they age 
– however evidence suggests that they are under-serviced, and do 
NOT access (or get exposure to) appropriate services. Can you 
justify this statement?  
 
Method  
No evidence of ethical approval, nor informed consent provided. 
NEED TO INSERT  
 
Page 5, Line 30 What is the significance of the cut point for 
immigration (must have lived in NZ for at least 15 years)? Need 
greater justification of this decision point.  
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Results  
Page 6 – lines 8-11 Need a reference to support these methods  
Page 7 Line 22 onwards. The use of the FIM is an interesting choice 
for documenting communication. Has this tool previously been used 
in this population (adults with CP)? If not, need more information for 
the reader regarding this measure.  
Table 1 – indicate ‘self reported’ against Limb Involvement  
 
Page 13, Line 33 can you provide n= ? of the number of participants 
who refused to discuss the topic which in itself is interesting  
Page 14, Line 41 ‘gosh I really’ – check no typo, if this is correct, 
insert [sic]  
 
Discussion  
Page 17, line 15 – need also to acknowledge that this study does 
not include those classified as GMFCS Level I, who also have health 
needs and experience mobility decline associated with ageing  
Although the authors rightly acknowledge that the findings of this 
study are NOT specific to the NZ health context, it would be helpful 
for the international readership to briefly describe the typical health 
services available to and accessed by adults with CP in this country 
to provide context. For example, do people with CP in NZ need to 
access therapists from a major metropolitan tertiary centre, or are 
they available privately, or in community health settings? Are there 
transition services provided to bridge between paediatric and young 
adult health care services? Are those with CP able to access 
inpatient rehabilitation services to address specific issues such as 
gait decline?  
 
Conclusions  
Line 28 – ‘get in the way of’ rephrase as ‘obstruct’ 

 

REVIEWER Laura L Tosi 
Children's National Health System  
USA 

REVIEW RETURNED 17-Jul-2016 

 

GENERAL COMMENTS Thank you for asking me to re view the paper “Ageing with cerebral 
palsy; what are the health experiences of adults with cerebral palsy? 
A qualitative study”. This is an important topic, not just for adults with 
cerebral palsy, but for a wide range of of adults with childhood onset 
disorders. More work is desperately needed.  
 
My concerns with the paper centered on two theme. First, there was 
nothing new. More important, little attention was paid to identifying 
and debating actionable items that might lead to improvement in the 
health experience of adults with cerebral palsy. In addition, themes 
were introduced in the Discussion that bore no relationship to the 
results presented….and actually belonged in results  
 
More specifically:  
 
Abstract  
P 3. Bullet 2 “augments epidemiological work identifying increasing 
health needs for cerebral palsy as they age” - the text really does not 
do that ….it just alludes to the finding that individuals with cerebral 
palsy sometimes age prematurely. That does not automatically 
translate.  
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P3 Bullet 3. “when health professionals fail to recognize the 
knowledge and skills ….. there are wide-ranging and for some, 
enduring consequences”. I agree totally but the presentation does 
not support this.  
 
Main text:  
P4 Lines 51-52 “voice the strategies they use to age positively” … 
this is hidden in the subsequent text … although this is addressed in 
the first paragraph of the discussion, these strategies need to be 
more explicitly summarized  
 
P4 Lines 53-55 “explore participants’ experiences in healthcare 
encounters and to consider how health services could be improved 
to assist health and wellbeing across the adult lifespan” YES YES 
we all want to do better. Unfortunately, opportunities for addressing 
the “how” are never really addressed in the paper.  
 
Methods:  
The processes used are outside my expertise and experience. 
However, my hat goes off to the research team for striving to engage 
the widest possible spectrum of adults with cerebral palsy.  
 
Themes:  
(i) Acceptance of change  
There is a lot of text but the “pearl” is hidden on p9 Lines 56 – 
forward. ”Solutions to address changes….. Unfortunately the 
strategies the authors uncovered were not fleshed out. Sadly this is 
not addressed in the discussion as this is a critical area for additional 
research.  
 
Similarly p 10 lines 11-23 “resisting change” is a critical theme that 
needs to be fleshed out. What were they doing? Was it working? 
Again, for the discussion, are there fitness strategies that have been 
shown to slow down aging in adults with cerebral palsy? What 
research is needed?  
 
(ii) Exploring identity  
This section needs to be revised in order to address the theme of 
the paper. As written, the issue of “health experiences” is lost  
 
 
(iii) Taking charge of help  
The final sentence of this section likely belongs at the beginning of 
the topic. “situations where participants had choices…..” because 
then the themes addressed in the section fall together a bit more 
clearly.  
 
However there would still be a bit of mixing apples and oranges, as 
the section both addresses the need for adults with cerebral palsy to 
decide what they want and need and to advocate for themselves 
AND alludes to unmet needs, particularly financial. My bias would be 
to divide these issues into subsections as they are both so critical 
and deserve emphasis.  
 
Also, from a public policy standpoint, the unmet needs deserves 
much more attention….particularly when it comes to social 
engagement and social isolation  
 
(iv) Rethinking the future  
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I would have liked to see more information here….It was very vague, 
but this may reflect the uncertainty everyone faces in growing older. 
Were concerns about aging a frequently expressed concern? Isn’t 
this section another missed opportunity for the Discussion. What 
policy issues are being discussed that might ease the aging 
transitions…if any? What policy issues deserve attention? Are there 
things that advocacy groups can do to reduce concerns by helping 
adults connect, in person or on the web?  
 
(v) Interacting with health professionals – being seen, being heard 
AND Who holds the knowledge?  
Although the quotes and the cited experiences resonate, I am 
concerned about how this section is presented. Nothing in the 
presentation supports their conclusion 0n page 14 lines 45-50 
….particularly that “unheard” individuals were at risk of experiencing 
threats to their sense of self and identity or having unmet health 
needs. This is far too sweeping a judgement and needs real data.  
 
Also this is another unmet need for the Discussion. Advocacy 
groups world wide are facing up to the reality that most medical 
school curricula do not address the special needs of individuals with 
disabilities….. and some are providing their communities with helpful 
strategies to meet this challenge. As written this section is too 
woebegone.  
 
The “Who holds the knowledge“ section either should be (vi) or 
better incorporated into (v). BUT YES….what are the strategies for 
change? The last section is a “call to arms” that needs to be fleshed 
out in the discussion.  
 
Discussion  
P 16 Lines 7-32….particularly lines 14-17. I believe this statement 
completely BUT I did not feel that the examples given … or the 
surrounding text … , supported this conclusion.  
 
P16 Lines 25-31. PLEASE expand. This is a universal issue and 
deserves more attention. There are many facets to this 
problem….lack of transition services, lack of med-Peds trained 
physicians…  
 
P 16 Lines 34-45 This is study data and belongs in the results.  
 
P 16 Lines 51-58 and into the next page .Very vague  
 
In summary this paper is important because it gives voice to the 
concerns of the cerebral palsy community. However, as written, it 
does not really help patients, physicians, or policy makers envision 
opportunities for change and improvement. It would be a far more 
compelling work if that concern was addressed. 

 

VERSION 1 – AUTHOR RESPONSE 

 

Reviewer’s comment Response 

Reviewer: Ellen M Carroll 

The study method was clearly presented 
and accurately carried out. The qualitative 
methodology is the appropriate modality to 
highlight the specific concerns of this 

No response needed. 
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population. Findings in this study were 
salient and validated in prior and con-
current research in this area. 

Reviewer: Prue Morgan 

Line 44 Insert ‘age-matched’ adults without 
CP  

Inserted as suggested. 

Line 48 – you say greater ‘exposure to’ 
health services as they age – however 
evidence suggests that they are under-
serviced, and do NOT access (or get 
exposure to) appropriate services. Can you 
justify this statement? 

Agree with your comment. Have removed ‘exposure 
to’. 

No evidence of ethical approval, nor 
informed consent provided.  NEED TO 
INSERT 

Details of ethical approval are provided after the 
acknowledgements and statement of informed 
consent has been added to the procedure section. 

Page 5, Line 30 What is the significance of 
the cut point for immigration (must have 
lived in NZ for at least 15 years)? Need 
greater justification of this decision point. 

An explanatory phrase has been added (to ensure 
experiences relevant to the NZ context) to this 
section. 

Page 6 – lines 8-11       Need a reference to 
support these methods 

We have added two references that support the use 
of these basic communication strategies. 

Page 7 Line 22 onwards. The use of the 
FIM is an interesting choice for 
documenting communication. Has this tool 
previously been used in this population 
(adults with CP)? If not, need more 
information for the reader regarding this 
measure. 

Yes, the FIM is used widely in rehabilitation, 
including for adults with CP (eg Krigger, 2006; 
Donkervoort et al, 2009; Sandstrom et al, 2004).  It is 
not a targeted communication assessment tool but 
includes items such as communication and 
comprehension. 

Table 1 – indicate ‘self reported’ against 
Limb Involvement 

Added as suggested 

Page 13, Line 33 can you provide n= ? of 
the number of participants who refused to 
discuss the topic which in itself is interesting 

We have not made this insertion as we do not think 
the actual number is particularly significant. We are 
concerned that it will side track the main point of the 
discussion about what peoples’ worries, fears and 
hopes for the future. 

Page 14, Line 41 ‘gosh I really’ – check no 
typo, if this is correct, insert [sic] 

This is correct; inserted [sic] 

Page 17, line 15 – need also to 
acknowledge that this study does not 
include those classified as GMFCS Level I, 
who also have health needs and experience 
mobility decline associated with ageing 

Inserted additional limitation of not attracting people 
with GMFCS classification of level I on page 17. 

Although the authors rightly acknowledge 
that the findings of this study are NOT 
specific to the NZ health context, it would be 
helpful for the international readership to 
briefly describe the typical health services 
available to and accessed by adults with CP 
in this country to provide context. For 
example, do people with CP in NZ need to 
access therapists from a major metropolitan 
tertiary centre, or are they available 
privately, or in community health settings? 
Are there transition services provided to 
bridge between paediatric and young adult 
health care services? Are those with CP 
able to access inpatient rehabilitation 
services to address specific issues such as 

We have added a brief explanatory sentence in the 
discussion (page 16): ‘…that is typical of NZ where 
health services are available publicly for infants and 
school age children, but very little is available 
publicly after the age of 21.’ 
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gait decline? 

Conclusion Line 28 – ‘get in the way of’ 
rephrase as ‘obstruct’ 
 

Changed as suggested. 

Reviewer: Laura L Tosi 

P 3. Bullet 2  “augments epidemiological 
work identifying increasing health needs for 
cerebral palsy as they age”  - the text really 
does not do that ….it just alludes to the 
finding that individuals with cerebral palsy 
sometimes age prematurely.  That does not 
automatically translate. 

We have removed bullet point 2. 

P3 Bullet 3. “when health professionals fail 
to recognize the knowledge and skills ….. 
there are wide-ranging and for some, 
enduring consequences”. I agree totally but 
the presentation does not support this.  

We have addressed following previous comments, 
so this bullet is now well supported by the results 
section (see additions to page 14) 

P4 Lines 51-52 “voice the strategies they 
use to age positively” …  this is hidden in 
the subsequent text … although this is 
addressed in the first paragraph of the 
discussion,  these strategies need to be 
more explicitly summarized 

This section has now been fleshed out in the results 
(p 13): ‘Common responses to uncertainty about the 
future ranged from: letting go or focusing on the 
present; to more proactive responses such as 
seeking advice and information (e.g. from peers or 
health professionals, citizen advice bureau or the 
internet) or making a plan, which included strategies 
such as goal setting.’ 

P4 Lines 53-55 “explore participants’ 
experiences in healthcare encounters and 
to consider how health services could be 
improved to assist health and wellbeing 
across the adult lifespan” YES YES we all 
want to do better.  Unfortunately, 
opportunities for addressing the “how” are 
never really addressed in the paper. 

This is addressed in section v in the results (page 
15) and in the second and third paragraphs in the 
discussion. 

(i) Acceptance of change  
There is a lot of text but the “pearl” is hidden 
on p9 Lines 56 – forward. ”Solutions to 
address changes….. Unfortunately the 
strategies the authors uncovered were not 
fleshed out. Sadly this is not addressed in 
the discussion as this is a critical area for 
additional research. 

We agree that strategies such as modifying activity, 
the environment, use of equipment, scheduling rest 
periods and increasing fitness are described as 
physical strategies that participants used to respond 
to changes. We have attempted to provide more 
detail to these strategies in section (i) and have 
slightly restructured it in an attempt to make them 
clearer. In this section, the psychological strategies 
are also described, such as resisting and accepting 
change. It is the psychological strategies that were 
prominent in the data and have been given the focus 
in the discussion accordingly. It should be noted that 
there are many things that could have been 
discussed or expanded in the discussion, but we 
have structured our discussion based on the 
guidelines provided by BMJ Open and as such have 
given pre-eminence to the novel findings of this 
study, which are the way in which health practitioners 
interact with people with CP is as important as their 
technical expertise. 

Similarly p 10 lines 11-23 “resisting change” 
is a critical theme that needs to be fleshed 
out. What were they doing?  Was it 
working?  Again, for the discussion, are 
there fitness strategies that have been 
shown to slow down aging in adults with 
cerebral palsy?  What research is needed? 

(ii) Exploring identity 
This section needs to be revised in order to 
address the theme of the paper.  As written, 
the issue of “health experiences” is lost 

This theme responds to the first objective of the 
study (not the second which was about health 
experiences). Questions about the experiences of 
ageing prompted participants to explore their identity, 
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which is described in this theme. 

(iii) Taking charge of help 
The final sentence of this section likely 
belongs at the beginning of the topic. 
“situations where participants had 
choices…..”  because then the themes 
addressed in the section fall together a bit 
more clearly. However there would still be a 
bit of mixing apples and oranges, as the 
section both addresses the need for adults 
with cerebral palsy to decide what they want 
and need and to advocate for themselves 
AND alludes to unmet needs, particularly 
financial. My bias would be to divide these 
issues into subsections as they are both so 
critical and deserve emphasis.   
Also, from a public policy standpoint, the 
unmet needs deserves much more 
attention….particularly when it comes to 
social engagement and social isolation 

We have moved the sentence from end of section up 
to first paragraph of section (iii) on page 12. 
 
We agree that the section about unmet (mostly 
financial) needs is less related to taking charge of 
help, other than describing factors that can act as 
barriers to taking charge. For the sake of keeping on 
track with the theme and simplifying the message, 
we have removed this paragraph. 
 
We have provided an additional quote and qualifying 
phrases for the last paragraph of this section (page 
13): 
‘Some participants identified the effort of maintaining 
boundaries between public and private spheres while 
trying to ensure that their needs continued to be met. 
These boundaries were between themselves and 
carers and, for some, resisting pressures for family 
members and partners to take on a carer role. 
Assertiveness was a strategy described by 
participants to maintain what they perceived to be 
appropriate boundaries, as well as more generally 
taking charge of help.  
“I’ve learnt over the years to not be meek and mild, 
to actually speak up otherwise you’re just going to 
get sort of forgotten so you’ve got to learn even 
though it’s hard, especially if speech is a problem, to 
actually speak up for yourself or get someone to 
assist you. [Amelia; 40s]”’ 

(iv) Rethinking the future 
I would have liked to see more information 
here….It was very vague, but this may 
reflect the uncertainty everyone faces in 
growing older.   Were concerns about aging 
a frequently expressed concern? Isn’t  this 
section another missed opportunity for the 
Discussion.  What policy issues are being 
discussed that might ease the aging 
transitions…if any?  What policy issues 
deserve attention?  Are there things that 
advocacy groups can do to reduce 
concerns by helping adults connect, in 
person or on the web? 

More specific details have been provided to this 
section (page 13), particularly to the strategies 
participants employed to deal with uncertainty:  
‘Some participants declined to discuss their thoughts 
on this topic, while others expressed worry, 
uncertainty or fear about what was likely to happen, 
many also had made a decision about how to deal 
with that uncertainty. Common responses to 
uncertainty about the future ranged from: letting go 
or focusing on the present; to more proactive 
responses such as seeking advice and information 
(e.g. from peers or health professionals, citizen 
advice bureau or the internet) or making a plan, 
which included strategies such as goal setting.’ 
 
Another paragraph describing reducing social 
engagement as a consequence of funding 
inadequacies has been added in to provide more 
information in this section (page 13) 
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(v) Interacting with health professionals 
– being seen, being heard AND Who holds 
the knowledge? 
Although the quotes and the cited 
experiences resonate, I am concerned 
about how this section is presented.  
Nothing in the presentation supports their 
conclusion 0n page 14 lines 45-50 
….particularly  that “unheard” individuals 
were at risk of experiencing threats to their 
sense of self and identity or having unmet 
health needs.  This is far too sweeping a 
judgement and needs real data.  
Also this is another unmet need for the 
Discussion.  Advocacy groups world wide 
are facing up to the reality that most 
medical school curricula do not address the 
special needs of individuals with 
disabilities….. and some are providing their 
communities with helpful strategies to meet 
this challenge.  As written this section is too 
woebegone. 
 

We have inserted a quote on page 14 (I got so um 
anxious and panicked, I was panicking that I had to 
go into hospital. But when, but when I got into 
hospital they didn’t want to know about my um my 
panic attacks, they discovered there was something 
wrong with my bowel.  And I was in there because I 
was panicking, having panic attacks and they never 
did anything about that part. They just, they just 
concentrated on the bowel. [Dave; 50s]) to illustrate 
unmet health needs. The previous quote from Beth 
illustrates the threat to sense of self. 
 
This is a relevant point. We have added a phrase to 
the discussion section: ‘… and could be addressed in 
education or courses for health professionals,’ 

The “Who holds the knowledge“ section 
either should be (vi) or better incorporated 
into (v).  BUT YES….what are the strategies 
for change? The last section is a “call to 
arms” that needs to be fleshed out in the 
discussion. 

A linking sentence has been added to the start of this 
section on page 15: ‘Interactions where health 
professionals had expertise about CP or were open 
to an exchange of knowledge were valued by 
participants, but were not frequently encountered.’ 

Discussion 
P 16 Lines 7-32….particularly lines 14-17. I 
believe this statement completely BUT I did 
not feel that the examples given …  or the 
surrounding text … , supported this 
conclusion. 
 

Thank you for drawing our attention to this omission 
in the results section. We have added a quote and 
explanation to section v on page 14: ‘Dave described 
how his dentist responded to his involuntary 
movements, reducing the discomfort and stress 
during the appointment, so that the treatment was 
both efficient and effective.  
He used to spend more time… instead of a half an 
hour he’d make them to an hour or 45 minutes so he 
had more time and make me feel more comfortable 
he would do it slower than try to rush the job.   That’s 
why he took things slowly because he knew me so 
well that I could, I could relax while he was working 
on me. [Dave; 50s]’ 

P16 Lines 25-31. PLEASE expand. This is a 
universal issue and deserves more 
attention.  There are many facets to this 
problem….lack of transition services, lack of 
med-Peds trained physicians… 
 

We have expanded this section on page 16 to now 
read: ‘Further, other research highlights the stark 
contrast in access to health care between adults with 
CP compared to their experience as children,[26, 32, 
39] that is typical of NZ where health services are 
available publicly for infants and school age children, 
but very little is available publicly after the age of 21. 
When they do access health services as adults, the 
specialised knowledge of health professionals that 
they experienced as children, is much harder to find 
and there are fewer services available.[26] 
Transitions between child and adult services have 
been identified as particularly problematic [40, 41] 
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and in need of further research as to how this 
transition could be optimised. This raises the 
question whether the health system that has been 
developed in a way that is focused on children with 
CP, as if they will always remain children, and does 
not meet their needs as adults.’ 

P 16 Lines 34-45 This is study data and 
belongs in the results.   

The data to support these statements have now 
been added to the results section (p 14). 

P 16 Lines 51-58 and into the next page 
.Very vague 
 

We have attempted to provide clarification to this 
paragraph: Other adults experiencing disabilities 
have identified being prepared and able to advocate 
for one’s self as important skills in having one’s 
health needs met positively.[44] While participants in 
this study were often proactive in voicing their 
experiences and indeed viewed speaking out as a 
strategy for meeting needs, being compelled to rely 
on self-advocacy places people in a vulnerable 
position in the health encounter if they are unable to 
assert their needs. This vulnerability highlights the 
importance and responsibility of health professionals 
who can work towards an ideal of health interactions 
that are collaborative, sharing both information and 
respect.[4]  
 

 

VERSION 2 – REVIEW 

REVIEWER A/Prof Prue Morgan 
Monash University, Australia 

REVIEW RETURNED 09-Aug-2016 

 

GENERAL COMMENTS All of my previous concerns have been addressed to my satisfaction. 
Well done. 

 

REVIEWER Laura Tosi 
Children's National Heath System, Washington DC, USA 

REVIEW RETURNED 20-Aug-2016 

 

GENERAL COMMENTS Thank you for asking me to re view the revised version of the paper 
“Ageing with cerebral palsy; what are the health experiences of 
adults with cerebral palsy? A qualitative study”. The newer version is 
definitely punchier and thus easier to read.  
 
As I stated in my initial review, I believe this is an important topic, not 
just for adults with cerebral palsy, but for a wide range of adults with 
childhood onset disorders. Because there are so many more adults 
with cerebral palsy than most other childhood onset disorders, 
exploration of the lived experience of CP has the opportunity AND 
RESPONSIBILITY to “lift all boats”. I intend to give copies of this 
paper to my patients as I believe it has the potential to encourage 
greater self-advocacy.  
 
I remain tremendously disappointed however, that the authors 
continue to bury actionable items that might lead to improvement in 
the health experience of adults. The paucity of transition and adult 
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services is lost at the end of a paragraph on quality of interactions 
with health professionals. The need to improve the education of 
health professionals is hidden in a discussion of CP specific 
knowledge. Perhaps this is the norm in the reporting of person 
centered research. But, if not, a revised discussion with a pithy 
paragraph on unmet needs would be most helpful to the parents, 
patients, and clinicians we encourage to advocate for the CP 
community. 

 

VERSION 2 – AUTHOR RESPONSE 

 
 

Reviewer’s comment Response 

Reviewer: Laura L Tosi 

I remain tremendously disappointed 
however, that the authors continue to bury 
actionable items that might lead to 
improvement in the health experience of 
adults.   The paucity of transition and adult 
services is lost at the end of a paragraph on 
quality of interactions with health 
professionals 

We are heartened by your encouragement to be 
bolder, having erred on the side of caution to avoid 
overstating the impact of our findings. In response, 
we have further developed the discussion by dividing 
the second paragraph of the discussion into two to 
give greater focus to the issue of differing health care 
experiences between child and adult and particularly 
the issue of transition between these services (now 
paragraph 3 of discussion on page 16). 

The need to improve the education of health 
professionals is hidden in a discussion of 
CP specific knowledge. 

As noted above, paragraph 2 has been separated 
and the sentence about education of health 
professionals (now in paragraph 3) has been 
expanded to: “Formal undergraduate and 
postgraduate programmes, continuing education 
courses, in-house training (eg patient experience 
programmes) are options to be considered to 
address this need for health professionals. Such 
initiatives would need to be tested to evaluate the 
impact on the experience of patients.”  
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