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Abstract

Efforts to achieve effective and meaningful patient and public involvement (PPI) in healthcare have existed for
nearly a century, albeit with limited success. This brief commentary discusses a recent paper by Carter and Martin
exploring the “Challenges Facing Healthwatch, a New Consumer Champion in England,” and places these challenges
in the context of the broader struggle to give a voice to healthcare consumers and citizens. With an overview of what
can go right and—perhaps more importantly—what can go wrong, the question remains: will Healthwatch—and
other PPI efforts in healthcare—represent the voice of consumers or citizens and will it matter?
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the district health boards of New Zealand and the

foundation trusts of England to the health systems
agencies of the United States, examples of democratic
governments attempting to implement meaningful patientand
public involvement (PPI) in healthcare abound."” However,
identifying successful efforts is more challenging, owing to the
lack of a clear definition of PPI and conflicting rationales for
its existence.® While patients have occasionally proven able to
contribute to healthcare planning and development,’ failures
to implement effective consumer governance in healthcare
can be found in Canada,' the United Kingdom,’ and the
United States.>*!° Yet the dream of achieving effective and
meaningful PPI in healthcare—elusive as it seems to be—is
still alive and well." These efforts have taken on yet another
form in England, as Carter and Martin write in “Challenges
Facing Healthwatch, a New Consumer Champion in England”*?
Formally established by the Health & Social Care Act 2012,
Healthwatch proclaims its mission to be “the consumer
champion for health and social care” Healthwatch consists
of both local bodies (Local Healthwatch) and a national
body (Healthwatch England). The Local Healthwatch are
given “a seat on the statutory health and well-being boards...
[enabling] people to share their views and concerns about
their local health and social care services...[alerting]
Healthwatch England...to concerns about specific care
providers, health or social care matters, [and providing]
people with information about their choices and what to do
when things go wrong...[including] information about local
health and care services and how to access them”" Given
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England’s history of a string of PPI efforts over the last 40
years including Community Health Councils, PPI Forums,
and Local Involvement Networks (LINks)," the most pressing
question may not be “Will Healthwatch succeed where others
have failed?” but rather “Will Healthwatch represent the voice
of healthcare consumers or citizens?” and most importantly,
“Will it matter?”

PPI in healthcare hinges on the idea of representation, a
concept which Pitkin delineated to include formal, descriptive,
and substantive dimensions, which refer respectively to how
representatives are chosen, the extent to which representatives
resemble constituents, and the extent to which representatives
accurately seek the interests of constituents.* More plainly,
successful PPI must be intentional about who is to participate,
how they are selected, what role they are to play, and what
ends they are to pursue.”® All too often, these questions are
not thoroughly answered, and this appears to be the case with
Healthwatch.

Although Healthwatch has formal authority by virtue of the
fact that they are granted a seat on local health and well-being
boards, the mechanism of formal representation is less clear.
Typically, representatives are authorized and held accountable
by those they represent through mechanisms of formal
representation such as elections. However, Healthwatch
jurisdictions are not necessarily defined according to
traditional geopolitical boundaries (eg, counties). The end
result is that the local community may be ill defined and
represented by a variety of decision-makers and stakeholders
at different levels, which may overlap to differing degrees,
making it much more difficult for local citizens and/or
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consumers to have an effective voice."?

Moreover, it seems that the local people involved in
Healthwatch are volunteers. Reliance on a voluntary model
is concerning, as prior PPI failures can be traced in part to
challenges getting an adequate number of consumers to
participate.’* Furthermore, despite statutory requirements
that local Healthwatch must be “inclusive and reflect the
diversity of the community it serves;** costs inherent in
participation are likely to pose a barrier to those who may
be lower income or otherwise disadvantaged. Consequently,
these individuals may find that their voice is excluded from
the discussion altogether. Even in the midst of inclusion,
exclusion can be prevalent. As status generalization theory
suggests, small groups recreate the power dynamics found in
society at large, which tends to amplify the voices of those
with higher social standing and drown out the voices of the
meek.!”** Thus, efforts at exclusion may be just as important as
efforts at inclusion. Political scientist, Suzanne Dovi, stresses
that “Not only do some voices need to be brought in, some
voices need to be muted”” Notably, there is evidence that
further formalizing representation through the introduction
of elections is unlikely to remedy the limitations inherent in
this voluntary model of PPL.7*

Next, there is the question of why certain individuals are
selected for participation. For example, service users may
conceivably participate as individual consumers of services,
as advocates for a group of consumers, or as citizens
representing the community.” As Carter and Martin suggest,
there are conflicting messages as to whether Healthwatch is
to be a “consumer champion” or a mechanism to “strengthen
the collective voice of local people”? Further complicating
matters, consumers are not a homogeneous group and certain
types of consumers are more likely to engage in PPI activities
than others.”

There is also an inherent paradox between the intention
and the implementation of PPI manifested in seeking the
involvement of ‘ordinary’ patients, consumer advocates, or
public citizens who possess the extraordinary ability to be
effective representatives.* John Gaventa reminds us that
“mandates for participation from ‘above’ must be linked with
pre-existing capacities for participation from ‘below”* and
many have argued that lay persons simply lack the requisite
skills to be effective participants in governance and other
decision-making settings.”** Consequently, there is an
ongoing debate about whether such ‘ordinary’ individuals
can play a meaningful role in healthcare governance and
decision-making without first being co-opted by established
interests.’*!

Finally, there is the question of what ultimate influence we
expect participants to have on measurable outcomes. The law
stipulates that local Healthwatch are tasked with obtaining the
“views of local people regarding health and care services” and
relaying that information to decision-makers.'? However, this
is left open to interpretation. As Carter and Martin discuss,
this could be consistent with promoting voice among the
local citizenry or promoting choice among consumers.'
There is likely to be variation in interpretation across local
Healthwatch, which poses a challenge. Without knowing
expressly what Healthwatch is intended to do, it becomes
difficult to know whether it is achieving the intended outcome.

As Carter and Martin summarize it: “If action does not result,
apparent avenues for voice might turn out to be culs-de-sac or
a ‘dialogue of the deaf”*?

David Brindle writes in The Guardian that the Staffordshire
hospitals scandal “reminds us of the critical importance of
PPI in the care system - and of what can happen when the
voices of patients and family carers are not heard”* Indeed,
Healthwatch makes clear that in all of the recent scandals
(eg, Mid-Staffordshire, Morecambe Bay, and Winterbourne
View), “local people were raising concerns and worries
long before they were properly listened to** Clearly there
is an ongoing desire to give patients and citizens a voice in
healthcare governance, but merely replacing one program
with another when dissatisfaction reaches a tipping point is
unlikely to bring England—or any other nation—closer to
realizing that desire.

To be certain, Healthwatch—Ilike other PPI efforts—faces
a host of challenges, including a struggle to demonstrate
legitimacy, limited financial resources, conflicts of interest
vis-a-vis the established interests of the healthcare system,
and the risk of being co-opted by those very same interests.'?
However, until policy-makers intentionally design PPI efforts
that are clear about who participates, how they are selected,
why they have been selected (ie, as consumers or citizens),
what activities are within their purview, and how they will be
held accountable by those they are intended to represent, it is
doubtful that the voice of consumers or citizens will ever be
brought to bear upon healthcare in a truly meaningful way.

Ethical issues
Not applicable.

Competing interests
Author declares that he has no competing interests.

Author’s contribution
BW is the single author of the paper.

References

1. Contandriopoulos D. A sociological perspective on public
participation in health care. Soc Sci Med. 2004;58(2):321-330.

2. Cross M. Should consumers be present on an HMO’s board of
directors? Manag Care. 2002;11(11):22-28.

3. Pickard S, Marshall M, Rogers A, et al. User involvement in
clinical governance. Health Expect. 2002;5(3):187-198.

4. Robins AJ, Blackburn C. Governing boards in mental health:
Roles and training needs. Adm Policy Ment Health. 1974;2(1):37-
45.

5. Schwartz JL. Participation of Consumers in Prepaid Health
Plans. J Health Hum Behav. 1964;5(2/3):74-84.

6. Vladeck BC. Interest-group representation and the HSAs: health
planning and political theory. Am J Pub Health. 1977;67(1):23-
29.

7. Stewart EA, Greer SL, Wilson I, Donnelly PD. Power to the
people? An international review of the democratizing effects of
direct elections to healthcare organizations. Int J Health plan
Manag. 2015;31(2):69-e85. doi:10.1002/hpm.2282

8. Stewart E. What is the point of citizen participation in health
care? J Health Serv Res Policy. 2013;18(2):124-126.

9. Crawford MJ, Rutter D, Manley C, et al. Systematic review of
involving patients in the planning and development of health
care. BMJ. 2002;325(7375):1263.

668 | International Journal of Health Policy and Management, 2016, 5(11), 667—669


http://dx.doi.org/10.1002/hpm.2282

Wright

10.

1.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

Chesney JD. Strategies for building representative HSAs: The
impact of legal structure. J Health Polit Policy Law. 1982;7(1):96-
110.

Morone JA, Kilbreth EH. Power to the people? Restoring citizen
participation. J Health Polit Policy Law. 2003;28(2-3):271-288.
Carter P, Martin G. Challenges facing Healthwatch, a new
consumer champion in England. Int J Health Policy Manag.
2016;5(4):259-263. doi:10.15171/ijjhpm.2016.07

Local Government Association. Delivering effective local
Healthwatch: Key success features. http://www.local.gov.uk/
documents/10180/11463/Delivering+effective+local+Health
watch+-+key+success+factors/0aa41576-d5f1-40e9-9b7c-
fa2d9716618e. Accessed May 25, 2016. published 2013.
Pitkin H. The Concept of Representation. Berkeley: The
University of California Press; 1967.

Martin GP. Citizens, publics, others and their role in participatory
processes: A commentary on Lehoux, Daudelin and Abelson.
Social Sci Med. 2012;74(12):1851-1853.

Windle C, Bass RD, Taube CA. PR aside: Initial results from
NIMH’s service program evaluation studies. Am J Community
Psychol. 1974;2(3):311-327.

Wright B. Do patients have a voice? The social stratification of
health center governing boards. Health Expect. 2015;18(3):430-
437. doi:10.1111/hex.12059

Berger J, Cohen BP, Zelditch Jr M. Status characteristics and
social interaction. Am Sociol Rev. 1972;37(3):241-255.
Webster M Jr, Driskell Jr JE. Status generalization: A review and
some new data. Am Sociol Rev. 1978;43(2):220-236.

Dovi S. In Praise of Exclusion. J Polit. 2009;71(3):1172-1186.
Greer SL, Stewart EA, Wilson |, Donnelly PD. Victory for
volunteerism? Scottish health board elections and participation
in the welfare state. Social Sci Med. 2014;106:221-228.
Litva A, Canvin K, Shepherd M, Jacoby A, Gabbay M. Lay

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

perceptions of the desired role and type of user involvement
in clinical governance. Health Expect. 2009;12(1):81-91. doi:
10.1111/j.1369-7625.2008.00530.x

Wright B. Who Governs Federally Qualified Health Centers? J
Health Polit Policy Law. 2013;38(1):27-55.

Learmonth M, Martin GP, Warwick P. Ordinary and effective: the
Catch-22 in managing the public voice in health care? Health
Expect. 2009;12(1):106-115.

Gaventa J. Poverty, participation and social exclusion in North
and South. IDS Bull. 1998;29(1):50-57.

Dudley JR. Citizens’boards for Philadelphia community mental
health centers. Community Ment Health J. 1975;11(4):410-417.
Grant J. The Participation of Mental Health Service Users in
Ontario, Canada: A Canadian Application of the Consumer
Participation Questionnaire. Int J Soc Psychiatry. 2007;53(2):148-
158.

Scherl DJ, English JT. Community mental health and
comprehensive health service programs for the poor. Am J
Psychiatry. 1969;125(12):1666-1674.

Thomson R. The whys and why nots of consumer participation.
Community Ment Health J. 1973;9(2):143-150.

Ilves J, Damery S, Redwod S. PPI, paradoxes and Plato: who's
sailing the ship? J Med Ethics. 2013;39(3):181-185.

Staley K. There is no paradox with PPl in research. J Med Ethics.
2013;39(3):186-187.

Brindle D. Anna Bradley, chair of Healthwatch England:
standing up for patients. The Guardian. April 9, 2013. http:/
www.theguardian.com/society/2013/apr/09/anna-bradley-
healthwatch-england-chair. Accessed May 25, 2016.
Healthwatch. Healthwatch England Strategy 2014-16.
http://www.healthwatch.co.uk/sites/healthwatch.co.uk/files/
healthwatch-england-strategy 2014-2016.pdf. Updated July 21,
2014. Accessed May 25, 2016.

International Journal of Health Policy and Management, 2016, 5(11), 667—669

| 669


http://dx.doi.org/10.15171/ijhpm.2016.07
http://www.local.gov.uk/documents/10180/11463/Delivering+effective+local+Healthwatch+-+key+success+factors/0aa41576-d5f1-40e9-9b7c-fa2d9716618e
http://www.local.gov.uk/documents/10180/11463/Delivering+effective+local+Healthwatch+-+key+success+factors/0aa41576-d5f1-40e9-9b7c-fa2d9716618e
http://www.local.gov.uk/documents/10180/11463/Delivering+effective+local+Healthwatch+-+key+success+factors/0aa41576-d5f1-40e9-9b7c-fa2d9716618e
http://www.local.gov.uk/documents/10180/11463/Delivering+effective+local+Healthwatch+-+key+success+factors/0aa41576-d5f1-40e9-9b7c-fa2d9716618e
http://dx.doi.org/10.1111/hex.12059 
http://dx.doi.org/10.1111/j.1369-7625.2008.00530.x
http://www.theguardian.com/society/2013/apr/09/anna-bradley-healthwatch-england-chair
http://www.theguardian.com/society/2013/apr/09/anna-bradley-healthwatch-england-chair
http://www.theguardian.com/society/2013/apr/09/anna-bradley-healthwatch-england-chair
http://www.healthwatch.co.uk/sites/healthwatch.co.uk/files/healthwatch-england-strategy_2014-2016.pdf
http://www.healthwatch.co.uk/sites/healthwatch.co.uk/files/healthwatch-england-strategy_2014-2016.pdf

