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Abstract

Objective—Parents of individuals with mental illness often play a central role in initiating and
supporting their children’s treatment. This study compared psychological symptoms and
experiences of parents of younger versus older consumers. Parents were seeking to participate in a
family education program for relatives of individuals with mental illness.

Methods—Domains of caregiving and distress were assessed among parents of youths (N=56),
of young adults (N=137), and of adults =30 (N=72) who were seeking to participate in the
National Alliance on Mental Iliness Family-to-Family program.

Results—Parents of youths endorsed greater burden, difficulties, and emotional distress than
parents of young adults, who in turn endorsed greater burden, difficulties, and emotional distress
than parents of older adults.

The authors report no competing interests.
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Conclusions—Findings suggest that burden, difficulties, and emotional distress among parents
seeking participation in this program may be highest when children with mental health concerns
are younger and that the burdens recede as children age.

Methods

Family involvement has been identified as an important component of the care of
individuals with mental illness (1). Parents often serve significant support and advocacy
roles in the recovery process. Supporting a child of any age with mental illness is often
stressful, incurring both objective and subjective burdens (2,3). Family members of minors
may be particularly vulnerable to difficulties related to caregiving and securing appropriate
mental health care for their children (4).

The National Alliance on Mental Iliness (NAMI), a self-help and advocacy organization
established by family members of individuals with mental illness, has attempted to address
some aspects of unmet family need through its Family-to-Family (FTF) program, a free 12-
session information and support course for family members (5). FTF attendees’ experiences
may be quite diverse. Understanding the experiences and emotional well-being of parents
with children at different developmental stages may help refine interventions to address their
needs, inform effective engagement, and improve services for young people as they
transition from pediatric to adult systems of care.

This study compared parents of youths (ages eight to 18), parents of young adults (ages 19
to 29), and parents of adults (ages 30 and older) with mental illness on several measures.
Parents were seeking to participate in FTF. Given the additional responsibilities associated
with parenting a younger person, we hypothesized that parents of youths would report more
objective burden associated with their children’s care, more negative experiences of
caregiving, and greater anxiety and depression than parents of older consumers (young
adults and adults).

This study included baseline information for parents who participated in a randomized
controlled trial investigating the effectiveness of FTF (6). Data were collected from 2006 to
2009. The study was conducted in five diverse regions of Maryland served by NAMI
affiliates: Baltimore metropolitan region (Baltimore City and Baltimore County) and
Howard, Montgomery, Frederick, and Prince George’s counties. All parents of consumers
are welcome to participate in FTF and do not need release of information or consent from
their children. After providing informed consent, participants (N=265) completed baseline
assessments via telephone before attending FTF.

Several self-report measures were used (6-13). Psychological symptoms were measured by
the Brief Symptom Inventory. Negative and positive experiences of caregiving were
measured by the Experience of Caregiving Inventory, different aspects of coping by the
COPE Scale, family functioning by the Family Assessment Device, empowerment by the
Family Empowerment Scale, and communication style by the Family Problem-Solving
Communication Scale. Knowledge about mental illness was assessed by a knowledge
measure. Subjective and objective burden was measured by the Family Experiences
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Interview Schedule. The methods have been described in detail elsewhere (6). All
procedures were approved by the University of Maryland Institutional Review Board.

Data were analyzed across the three parent group: 56 parents of youths, 137 parents of
young adults, and 72 parents of adults. Multivariate analyses of variance (ANOVAS) were
used to detect omnibus differences on all measured variables. Univariate ANOVAs with
Bonferroni adjustments were used for pairwise comparisons between parent subgroups. To
control for multiple testing, a false discovery rate adjustment was employed. Effect sizes
(n?) were reported for ANOVAs of the dependent measures. Missing data accounted for less
than 1% of all data and were deleted pairwise.

Results are presented in Table 1. Compared with parents of both young and older adults,
parents of youths reported more problems with managing difficult behaviors, preventing
injury to their child and others, and managing attention-seeking behaviors. With respect to
their own emotional well-being, parents of youths reported more symptoms of depression
than the other two groups.

Parents of youths reported greater empowerment with service providers compared with the
other parent groups. In addition, parents of youths reported significantly more empowerment
within their families compared with parents of older adults. No significant group differences
were observed in family coping, communication, functioning, subjective burden, and
positive caregiving experiences.

Discussion

This study found higher burden in certain areas among parents of ill children compared with
parents of young adults, who in turn showed higher burdens in certain areas compared with
parents of older adults. Specifically, the higher burdens included some that would be
expected given the developmental needs of youths, independent of mental illness (for
example, dependency), as well as some that might reflect the nature of emerging mental
illness among adolescents (for example, suicidal behavior and threat of injury).
Responsibilities, which may entail frequent crisis management, reflect the daily burden and
stress encountered by parents of youths with mental illness. The findings also reflect to a
lesser degree the burden and stress experienced by parents of young adults with mental
illness, compared with parents of older adults.

Several plausible explanations can be offered for the group differences. We did not find
significant differences in diagnoses or in the variable used as a proxy for severity of illness
(recent hospitalization), suggesting that neither diagnosis nor severity were the primary
drivers of our findings. It is likely, however, that younger consumers and their parents may
be coping with more recent illness onset and diagnosis than older consumers and their
parents. Research on families’ experiences indicates that the period surrounding the
diagnosis of a family member’s illness is often characterized by crises, confusion, trauma,
anger, and feelings of loss (14). Burdens and distress may arise that are specific to the
newness of the mental health concerns. Given these potential burdens, it is not surprising
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that parents of younger consumers tended to score significantly higher on measures of
depression, compared with the other two groups. Anxiety scores were also higher for parents
of youths compared with parents of older adults. These findings emphasize the importance
of reminding parents of youths that they are not alone and incorporating developmentally
informed psychoeducation into mental health services.

Despite this pattern of greater burden and depression among parents of younger consumers,
parents of youths reported significantly more feelings of empowerment within the mental
health service system compared with parents of adults. This finding may reflect the family-
centered approach of many pediatric mental health services. Parents of minors are typically
required to consent for treatment and may be more routinely consulted regarding their
preferences than parents of consumers who are 18 and older. Because of these
responsibilities, parents of younger consumers may feel more confident navigating systems
of care and advocating for their child. It is also possible that baseline empowerment is
related to help seeking and that more empowerment is required of parents of younger
children in order to seek help from FTF. Alternatively, differences in empowerment scores
could reflect a lowering of expectations among parents of older consumers, who have been
dealing with mental health services longer.

Findings suggest potential areas of emphasis for programs oriented toward caregivers of
young consumers. For instance, issues related to objective burden seemed very salient for
parents of youths compared with parents in the other two groups. Curriculums that
emphasize emotional and instrumental support for parents struggling with threat of injury,
attention-seeking and embarrassing behavior, and perhaps suicide might be particularly
helpful for parents of youths. This parent subgroup may also benefit from psychoeducation
and behavior management training interventions. Elevated depression scores among the
parents of youths may be another relevant concern for some parents. Adult-focused referral
information for family members experiencing clinically significant depression may be
particularly useful. Finally, parents of youths were more likely than parents of adults to have
a larger number of household members. Responsiveness to this group’s needs might include
having child care or separate youth-friendly activities available during FTF sessions.

In 2008, some NAMI affiliates began to offer a peer-to-peer course designed to meet the
needs of families of young consumers. NAMI Basics (www.nami.org/basics) emphasizes
issues specific to the challenges faced by families of youths with mental health problems,
such as managing difficult behaviors and securing educational services (15). Given the
additional stressors reported by parents of youths in our sample, programs such as NAMI
Basics may provide benefits that are tailored to the needs of this parent subgroup.

Conclusions

The study documented differences between parents of youths with mental illness and parents
of older individuals with mental illness. These differences likely stem from many factors
and could inform recommendations for programs such as FTF that serve family members of
consumers of various ages.

Psychiatr Serv. Author manuscript; available in PMC 2016 January 26.



1duosnue Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Schiffman et al.

Page 5

Acknowledgments

This work was supported in part by grant 1R01-MH72667-01A1 from the National Institute of Mental Health; the

Maryland Department of Health and Mental Hygiene, Mental Hygiene Administration, through the 1915(c) Home-

and Community-Based Waiver Program Management, Workforce Development and Evaluation (OPASS

13-10954G/M00B3400369); Baltimore Mental Health Systems; a Research Seed Funding Initiative grant from the
University of Maryland, Baltimore County; the Passano Foundation; and the Johns Hopkins Center for Mental
Health in Pediatric Primary Care.

References

1. Dixon LB, Dickerson F, Bellack AS, et al. The 2009 schizophrenia PORT psychosocial treatment
recommendations and summary statements. Schizophrenia Bulletin. 2010; 36:48-70. [PubMed:
19955389]

2. Foldemo A, Gullberg M, Ek AC, et al. Quality of life and burden in parents of outpatients with
schizophrenia. Social Psychiatry and Psychiatric Epidemiology. 2005; 40:133-138. [PubMed:
15685405]

3. Ghosh S, Greenberg J. Aging fathers of adult children with schizophrenia: the toll of caregiving on

their mental and physical health. Psychiatric Services. 2009; 60:982-984. [PubMed: 19564232]

4. Knock J, Kline E, Schiffman J, et al. Burdens and difficulties experienced by caregivers of children

and adolescents with schizophrenia-spectrum disorders: a qualitative study. Early Intervention in
Psychiatry. 2011; 5:349-354. [PubMed: 22032549]

5. Burland J. Family-to-Family: a trauma-and-recovery model of family education. New Directions for

Mental Health Services. 1998; 77:33-41. [PubMed: 9610145]

6. Dixon LB, Lucksted A, Medoff DR, et al. Outcomes of a randomized study of a peer-taught family-
to-family education program for mental illness. Psychiatric Services. 2011; 62:591-597. [PubMed:
21632725]

7. Tessler, R.; Gamache, G.; Family Experiences Interview Schedule (FEIS). The Toolkit on
Evaluating Family Experiences With Severe Mental 1liness. Cambridge, Mass: Human Services
Research Institute, Evaluation Center; 1995. Available at www.hsri.org

8. Koren P, DeChillo N, Friesen B. Measuring empowerment in families whose children have

emotional disorders: a brief questionnaire. Rehabilitation Psychology. 1992; 37:305-321.
9. Carver CS, Scheier MF, Weintraub JK. Assessing coping strategies: a theoretically based approach.
Journal of Personality and Social Psychology. 1989; 56:267-283. [PubMed: 2926629]

10. Epstein NB, Baldwin LM, Bishop DS. The McMaster Family Assessment Device. Journal of
Marital and Family Therapy. 1983; 9:171-180.

11. McCubbin, MA..; McCubbin, HI.; Thompson, Al.; Family problem-solving communication
(FPSC). Family Assessment: Resiliency Coping and Adaptation—Inventories for Research and
Practice. McCubbin, HI.; Thompson, Al.; McCubbin, MA., editors. Madison: University of
Wisconsin; 1996.

12. Szmukler GI, Burgess P, Herrman H, et al. Caring for relatives with serious mental illness: the
development of Experience of Caregiving Inventory. Social Psychiatry and Psychiatric
Epidemiology. 1996; 31:137-148. [PubMed: 8766459]

13. Derogatis, LR. BSI-18: Administration, Scoring and Procedures Manual. New York: NCS Pearson;
2001.

14. Jones K. Addressing the needs of carers during early psychosis. Early Intervention in Psychiatry.
2009; 3:522-S26. [PubMed: 21352193]

15. Brister T, Cavaleri MA, Oline SS, et al. An evaluation of the NAMI basics program. Journal of
Child and Family Studies. 2012; 21:439-442.

Psychiatr Serv. Author manuscript; available in PMC 2016 January 26.


http://www.hsri.org

Page 6

Schiffman et al.

S0 100 €29 8 o671 08 p9o’l 6. ploe 670 Ajiwey uo 10843
10 su 62T 68 LT 88’ 981 'l 102 60 901AI3S UMM SLUB|GOd
€0 su - ere a8 alCl 8 apcel 88’ p8sT 670 ewbns
20 su 69C €6' 92T 18 ve'e 175 85'C 670 swoydwAs anrjefaN
v0 10" 06 58 otb7 8 pL0c 59' per'e 670 101ABY3G IINdHIQ
9]eds anlebaN
(asFN) Alowuaaug BuiaiBale) Jo soustiadxy
€0’ sU - Gp'e 689 o805 ZToT apeles 6.6 pedrS  pBIBEE xapul A1119AsS [eqo|D
€0 Y0 ¥SV 6L a18'6Y 80°0T opl8es 980T p00'ss  pl8—8e JSEIO
0 20 92S €1 40C°0S €86 pel1s 66'6 pScss  ple8e uoissaidag
T10° su 6T'T 86'L 0T'8Y £'6 8005 168 se6y  OI88E swordwAs anewos
(as¥IA) (sa409s 1) Aiouanu| wordwAs Jalg
10> 607E 9 jeee or'T pbece VT p96e T1-T (@sT) sluapisal pjoyasnoy N
10>  6502T 559 Jjrev9 ITS pSLies g8 pv8'Ly 6.-82 (as¥IN) wased Jo aby
10> ¥2'82S 9 628 €0'€ poTee 82 pest gy (@sFIN) Jowinsuod o aby
su QST g8 19 g8 91T 16 15 J3WINSU0 YIIM  PBAJOAUL AIBA,,
su 06T 69 05 vl 10T 08 Sv 000°05$< awoau|
su €T 16 0L 66 9€T 86 55 ewoydip 100ys YbIH
v z . 6 11 9 JET o)
1 z 9z 9 €z €1 xoelg
STy 6L 15 19 6 99 3 UM
aoey
suU S0Y 09 v zL 66 €l v paiLtew se BuiAll Jo patiiey
su- 10 S. s SL 20T 7] v JBLUNSUOD JO JBUIOIN
uolrew.oyul aARdiLIasaq
s ng ok as Jo o N JoN as 1o o N Jo N as 1o o N JoN abuey a|gelre A

(¢2=N) s)npe jo syue red

(ZET=N) S1npe Bunok josie fed

(9G=N) SyINoX JosIte ed

Author Manuscript

Ajiwe4-01-Ajiwe4 ui syedioned 0y Buiyaas sdnoib juated a3y Jo sansLAdRIBYD

T alqel

Author Manuscript

Author Manuscript

Author Manuscript

Psychiatr Serv. Author manuscript; available in PMC 2016 January 26.



Page 7

Schiffman et al.

(ASFIN) 3INpayas malAldu| sadusLadx3 Ajiwey

20 su - 6TE 06 al0Tl 18°€ pbeC 44 apveel  y001-0 (as¥n) areas
SSau||| [eIusIA IN0qY abpsjmouy]
70> Su G 9L £9°02 9z’ 66'6T 18' 96'6T 080 [0
70>  Su 9g 8zt s 16T VLS 62°€ S6°'G 6ST0 UOIFRDIUNWIOD AlRIpUBOU|
70>  su gg 6T 60°TT 69' €401 162 ot ysto uoEOIUNWIOD BUILILY
(ASTFINY) 8]9S UoHEILUNWWOD)
Buinjos-wajgoid Ajiwe
70>  SU 0% 8 se'T 9L 6E2 €9’ 8’z yst Ajunwwod uynm
2T 10> €581 8 aL6c €8’ p0Ce 43 pbLE ysTt s18p1n0Id B0IAIBS YA
€0 su - gge 59 alee £y aplv'e 15 p8se yst Ajiwey unpiam
(ASFIN) a1eos wawiamodw3 AjiweS
10 su gy 78T LEET 18 TTET 9T 1871 yved Burajos wajqoid Ajiwe
10 su 1L 80'9 66'SZ 609 6152 1£°S 9z y8rel Bujuonouny Ajiwey essuso
(ASTFIA) 801A8 WBWISSASSY Ajiwed
10 su 69 9z 1821 e 1921 202 1821 yOIv 90uedeoay
70° UL ve'e 99'TT 1€ vzt 80 gg1t  YIIr Buidoo feuonow3
20 sU 62T 69 90T TR €021 S0°'G et yOlr Buidoa snoibijey
10 su - z6 81 66 65T 8y 11T 8T'S oty [e1uaq
10 su 68 98z w1l 167 €611 10€ vozt  yOlr Buidos aamisod
(as¥W) 81e3s 3d0D
10 su T 0L 5Tz L9 9%z 99’ ST yr—o diysuortejal Jo 103dse poos
10 su €L &L 907 L9 T2 o 0e'e yv=o 99usLIadxa Jeuosiad aAnIsod
9]|eds aAllIsod
70>  SU Gv 69 98T 08’ 98T 9L 16T 670 $507
0 10> S 69° 9507C 18 p8ee vl p8s'C 670 AKouspuadag
10> SU T 9L (\ar4 €8’ €2 oL 454 670 dnoeq oy paaN
2l na ek as 1o 9 N JoN as 1o 9 N Jo N as 1o 9 N JoN abuey a|gelre A

(2/=N)sinpe josiuared (LET=N)S}Npe bunoA jo siue fed

(95=N) SUINo& Jo S fed

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

Psychiatr Serv. Author manuscript; available in PMC 2016 January 26.



Page 8

Schiffman et al.

(0g'=abue| ‘0" =WNIPaW ‘QT'= ||BWS) A S JaWeI) dzIs Smtm__

‘(Buinjos wiajqoud Jo ‘yuswiamodws ‘Buidod aa1oa)a alow ‘ajdwexa 10)) SaL0IN0 Ja)laq a1edlpul sa109s JaybiH "sa109s a]qissod Jo abuel sjuasaidal abuey

y

‘(A11om 1o “ewbns ‘uoissaidap alow ‘ajduwiexa 104) S8WOIINO 3SIOM 81eaIpUl S8109S JaybIH '$8109s 3]qissod Jo abuel sjuasaidal mo:mmm

"pasN SeM UOI1081100 1UO.LIBIUOY © UBYM Jajip Apueoiiubis 10u pip 1duosiadns e aieys 1ey) suesiy

yo'p

(8€T" ‘abuel '6G0" ‘WNIPaW ‘0TO" ‘|[BWS) 8ZIs =R

"81e4 AIBA0DSIP 8s[ey & 10) parsnipe a1em ‘uolrewioyul aAndiIdSap 8y 1oy 8soy) 1daoxe ‘sanfeA d || “80UBLIBA JO SISAJeUE ajeLieAlun 1o asenbs 1Yo g x € wolj Aljigeqold

q
=0,
123 su 069 vz T v 95 gy ¥Z  OUJOSBA syjuow 9 1sed ut pazifendsoH
90" TO> €£8 €z 80T’ og’ ptc ve pl€ pT—0 J101ARY3q Buisselequig
€0’ U Trg €T otl’ T4 ptt 9 oplT’ 610 sbnug
10 su 80T 8T’ 1o} @ or A 60 610 Bumuna
o 20 STS L0 acl’ LT apll 17 ptT 6T-0 sidwsane 1o uonespl [ep1oINg
0" 10 9L'S 4 360’ 9z op8T’ ge' pSc 610 SeoUBRGINISIP YBIN
6T 10> T.6C z 80T’ 1e p8T’ e’ p0s’ 610 Joineyaq Buxses-uonueny
00 10> G86 oT’ acl’ 6T’ p80’ I pLT’ 610 Tealyy Jo Anfu
T 10> 6191 U 190 T pel’ 6T’ pce 610 3[e0s uoisiniadng
6T 10> ZTIE T 46T ve pS€ ve p0s’ pI-0 souesisse Buinll Ajreq
0z 10> ¥TEE e’ 48 i ptL o ploT 6c0 ansodwod usping aAndelgo
10 su €977 £8 82 58 992 Ch 182 e ainses|dsiq
10> Su g L 2T 25 592 vl 292 670 Ao
8[easgns uapang aAnaslgns
b gd ek  dSio% WIioN as o % W Jo N as o % WiON  abuey a|qeleA

(2/=N)sinpe Jjoswered (/EST=N) S}inpe bunoA jo Sius Jed

(95=N) SUINoX Jos1e fed

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

Psychiatr Serv. Author manuscript; available in PMC 2016 January 26.



	sheet6
	nihms728450

